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Abstract 
Autism spectrum disorder (ASD) is now recognised as a public health concern worldwide with the 
reported prevalence substantially increasing. However, the understanding of this condition in 
Vietnam and in other low and middle income countries is still very limited. This study aims to 
understand the socio-cultural construction of ASD in Hanoi, Vietnam, and the experiences of 
children living with ASD. This study attempts to achieve its aim through objectives of (1) exploring 
the meanings attached to and the representations of ASD within the social and cultural context of 
Vietnam, (2) describing services and social supports available as well as barriers preventing 
children with ASD and their parents accessing services, (3) describing the lived experience of 
parents of children with ASD, and (4) exploring the utility of using ‘photovoice’ to engage children 
with ASD and communicate their experiences. 
Informed by theoretical frameworks of social constructionism, critical medical anthropology and 
disability studies, I conceptualise ASD within a set of multi-level interactions between individuals, 
families, community and society. My fieldwork took from July 2011 to end of May 2012 in Hanoi, 
Vietnam. This study employed a range of methodologies of ethnography and participatory action 
research. These included participant observation, photovoice with nine children with ASD and six 
parents, and in-depth interviews with 27 parents and 17 key informants. In addition, I also 
conducted an online self-administered survey with 125 parents, and collected secondary data.  
This study describes various limitations in assessment and diagnosis of ASD in Vietnam. These 
include the lack of clinical guidance for assessment and monitoring the quality of assessment at 
clinics; a lack of developmental screening for young children; a rushed and perfunctory process for 
the assessment and diagnosis of children; and poor communication between health professionals in 
assessment teams, and between professionals and parents of children with ASD. These result in a 
lack of early identification, a pattern of overdiagnosis, and limited support for the children and their 
parents during assessment. 
Children with ASD and their families in Hanoi experience various forms of stigma and 
discrimination. Children with ASD are often treated as one homogenous group with stereotypes as 
inauspicious, useless, stupid, and dangerous people. They experience limited health care, education 
and social integration. These result from misunderstandings of this condition, and the structural 
exclusion of people with disability. Cultural expectations of parenthood and childhood, and 
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traditional beliefs and understandings of disability also make families of children with ASD feel 
ashamed, guilty, inferior and worried. 
Parents of children with ASD suffer confusion and distress as they seek diagnosis, have access to 
limited services, seek various kinds of interventions and worry about their child’s education and 
future. Parents are mostly solely responsible for their children’s education and interventions. 
Limited political and economic supports exacerbate the difficulties of families with ASD in 
accessing services for their children. Despite policies supporting mainstream education for children 
with disabilities, parents find little support for integration and some resort to bribing schools to 
accept their child.  Parents’ resilience is evident in their care and love for their children.   
Photovoice provided rich insights into the lived experiences of children with ASD, their interests, 
worldview, sensory experience and relationships. Such visual methods are a useful means of 
engaging children with ASD, and their parents in research and communicating their lived 
experience. It also provides an opportunity for them to educate the community and advocate for 
their children’s needs. However, as my study shows, undertaking photovoice is time-consuming 
and requires intensive input and flexibility. Ethical considerations include the need for careful 
communication on the study purpose, informed consent and asking permission to take photographs 
of other people. Furthermore, content analysis provides very limited understanding of the visual 
data. The combination of a participatory approach and ethnographic study helps to fully 
contextualise the photographic data. In this study the use of photovoice also resulted in a public 
exhibition of children’s photographs for advocacy and education of the general public – an example 
of participatory research resulting in action for the benefit of study participants. 
This study also documents the nascent advocacy movement within Vietnam for individuals on the 
spectrum.  Families affected by ASD enact new forms of biosociality – coming together around 
their common interests in ASD. These include manipulating existing systems, learning, challenging 
and disseminating knowledge, creating their own groups, establishing new forms of service 
delivery, and constructing new identities for their children and themselves. Parents work together to 
reframe definitions of the biological condition of ASD. Through their advocacy work and education 
efforts with health professionals they seek to address power differentials and assert their children’s 
rights.   
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Chapter 1: Introduction  
Although formerly considered a rare condition, autism spectrum disorder (ASD) is now recognised 
as a public health concern. The Centers for Disease Control and Prevention (USA) estimates that 
one in every 68 children in the United States has an ASD1 (ADDM Network 2014), even though 
prevalence reported in different studies varies considerably (Fombonne 2005, Newschaffer, Croen 
et al. 2007) from one per 166 (Chakrabarti and Fombonne 2001) to one per 38 children (Kim, 
Leventhal et al. 2011). Living with a lifelong pervasive developmental disorder, children with ASD 
encounter a great number of challenges throughout the course of their lives. These include lack of 
education, neglect and rejection, teasing and violence at school, social isolation, failure in 
establishing long-term relationships and families of their own, lack of employment, dependent 
living, and health problems such as anxiety and depression (Ochs, Kremer-Sadlik et al. 2001, 
Howlin 2005). Parents of children with ASD report a high level of confusion, anxiety, tiredness, 
disappointment and sadness during the process of finding a diagnosis for their children (Gray 2001, 
Marcus, Kunce et al. 2005, Altiere and von Kluge 2009). They may also experience physical and 
psychological exhaustion, economic burden, loss of career, stigma towards their children and 
themselves, social isolation, family conflicts and family separation when taking care of their 
children and the need to advocate for their child’s education and interventions (Green 2003b, 
Altiere and von Kluge 2009, Phelps, Hodgson et al. 2009). 
In the last decades, there have been great investment and efforts to understand biological causes of 
ASD, standardize classification, assessment, diagnosis and treatment protocols (Inglese and Elder 
2009, Volkmar, Siegel et al. 2014). These greatly contribute to the universal understandings on 
ASD, increasing early identification, early interventions and service access for people with ASD. 
These lead to the improvement of the lives of people with ASD. At the same time, there are 
discussions on the tension between viewing a health condition (or ASD in specific) as a universal 
condition versus as cultural experiences. Medical anthropologists argue that a disease is not an 
objective and biology entity only; instead, it is a part of culture, and illness representation is a 
product of interactions between biology, social practices, lived experience and cultural meanings 
(Kleinman 1973, Good 1994, Kleinman 1995). Medical sociologists study how social forces that 
shape the understandings of and practices towards a disease (Brown 1995, Jutel 2009). They 
                                                           
1This prevalence of ASD is estimated from surveillance among children aged eight in 14 sites bytheAutism and 
Developmental Disabilities Monitoring Network.  
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describe the social construction of disease as a process that involves various stages/factors 
including: lay discovery, social movement (including political negotiation efforts), professional 
factors (e.g. scientific discovery, professional resistance with discovery, inter-professional 
relationships) and organizational and institutional factors (Brown 1995). In relation to diagnosis, 
the social diagnosis approach analyses social forces which influence the clinical process of 
diagnosis, to gain a better understanding of the social framing of a health condition, power relations 
between lay and professionals, the lived experiences, and how medical authority is conferred and 
challenged (Jutel 2009, Brown, Lyson et al. 2011, Jutel and Nettleton 2011). In the case of ASD, 
the diagnosis is not simple as giving the children label and treatment based on standard 
classifications and protocols. This process is complex, inherent and uncertain (Lenne and Waldby 
2011). Clinical professionals are expected to give accurate diagnosis and proper treatments based 
on standard guidelines and evidence based practices. However, in the reality, professionals face 
tensions relating to their medical knowledge on ASD, and social consequences of the diagnosis 
label (such as stigma, economic burden to the family), the availability of supporting policies and 
services in local context (Shattuck and Grosse 2007, Lenne and Waldby 2011).  
Despite the fact that ASD is a group of disorders with biological underpinnings, there is also 
increasing recognition that ASD is socially and culturally constructed (Grinker 2007, Solomon and 
Bagatell 2010b). Culture and social institutions influence the perceptions of professionals and lay 
people, the screening and diagnosis of these disorders, the health seeking behaviours, and lived 
experiences of individuals with ASD and their families (Daley 2002, Wallis and Pinto-Martin 
2008). The images and lived experiences of people with ASDs have been represented in a variety of 
ways in different societies and these have changed over time (Grinker 2007, Silverman 2008). 
There are calls for ‘a movement away from dominant biomedical discourses on autism that focus 
largely on symptoms to a more phenomenological and ethnographic stance that addresses 
experiences of living with autism’ (Solomon and Bagatell 2010b p.1). 
Most studies on the lived experience of ASD have been conducted with families in Western 
countries, such as in the United States (Orsmond, Lin et al. 2007, Phelps, Hodgson et al. 2009), the 
United Kingdom (Howlin, Goode et al. 2004), and Australia (Gray 2002). There are few studies on 
ASD in non-Western countries.  For example, there is one study on coping mechanisms of parents 
of children with ASD in Taiwan (Lin, Tsai et al. 2008), and there is a study on experiences in 
seeking diagnosis in India (Daley 2004). Nevertheless, scholars argue that there is a need to 
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conduct more studies to better understand these conditions in non-Western countries, especially in 
low resources societies (Grinker 2007, Luong, Yoder et al. 2009). 
ASD is relatively recently recognised in Vietnam. The diagnostic label ASD has only been used 
since 2000 at major children’s hospitals in Vietnam (CLAN 2010). Although there is little 
understanding of ASD in Vietnam, the number of children diagnosed with ASD has been increasing 
recently (CLAN 2010, Yen 2010). To date, no studies have been conducted exploring the lived 
experience of children with ASD and their families. Studies of disabilities in Vietnam suggest that 
Buddhist concepts of reincarnation and karma, political discourses on disability, the effects of wars 
and Agent Orange have significantly influenced the meanings attached to disability and the lives of 
people with disability in Vietnam (Hunt 2005, USAID 2005, Gammeltoft 2008a, Le, Khuat et al. 
2009). An ethnographic study with families of children with disabilities in Hanoi between 2005–
2006 points out that children with disability are often viewed as weak, dependent, vulnerable, 
inferior, and a burden not only for the family but also for the society (Gammeltoft 2008b). Parents 
of children with disability often feel sad, shameful, and guilty because of the interpretation of 
disability as due to karmic demerit. They often consider they are the only persons responsible for 
their children and they should sacrifice themselves in taking care of their children, and in seeking a 
cure (Gammeltoft 2008b). Little is known about how ASD is viewed, what services are available, 
and how Vietnamese families experience with this lifelong condition within the economic, social 
and cultural contexts of Vietnam. We also do not know much about how health care system 
responses to ASD, what tensions occur when we employ standard classification and protocols in 
specific local context, what experiences of living with ASD are universal, and what are shaped by 
local understandings and context.    
Aims and objectives 
This research aims to understand the experiences of living with ASD in Hanoi, Vietnam. The 
research goal was accomplished through the following objectives: 
1. To explore the meanings attached to and the representations of ASD within the social and 
cultural context of Vietnam  
2. To describe services and social supports available as well as barriers preventing children 
with ASD and their parents accessing services 
3. To describe the lived experience of parents of children with ASD  
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4. To explore the utility of using ‘photovoice’ to engage children with ASD in communicating 
their experiences. 
Research questions 
This research attempts to answer the following research questions: 
• How is ASD socially and culturally constructed in Vietnam? How has it been represented in 
mass media, stories of service providers and family narratives? How do political and 
cultural discourses shape the meaning of ASD? What are the perceptions towards its 
aetiology? 
• What forms of stigma and discrimination are enacted toward individuals with ASD and their 
families? 
• How do medical and educational systems respond to the condition? How is this condition 
diagnosed? What services are available for children with ASD and their families? Who can 
access services and who cannot access services and why? What are the barriers preventing 
children with ASD and their parents to access services? 
• How do parents experience having a child with ASD? How do they undergo the process of 
finding a diagnosis and seeking intervention services for their children? What kind of family 
and social supports do they receive? How do they manage stigma and discrimination 
towards their children?  
• Does the ‘photovoice’ technique work with children with ASD as a method of encouraging 
their participation in research? What are the lessons learned? What insights do the photos 
provide? What are the implications for doing research with children with pervasive 
developmental disorders? 
Overview of the thesis 
This thesis comprises eight chapters that, drawing on data from ethnographic and participatory 
action research, present how ASD, a bio-medically defined condition, is applied and addressed in 
the social and cultural context of Vietnam. In this thesis I highlight the heterogeneity of the 
condition of ASD, the diversity of needs and services, the complexity of cultural and social 
responses to this condition, the growth of parental activism and advocacy.  
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In Chapter 2, I present a brief literature review on ASD and social, economic and cultural contexts 
of Vietnam. I draw upon international literature on the overview and history of ASD, the lived 
experiences of individuals with ASD, experience of parenting children with ASD, and cross-
cultural studies on ASD. I also note the overall socio-economic and cultural context, the health 
system, and the limited understanding of this condition in Vietnam.  
The methodology of this study is introduced in Chapter 3. Here I present my conceptual framework 
applied in this study, describe the study site, research participants, the process of building trust, 
working together with research participants, and data analysis.  
In Chapter 4, I demonstrate how children with ASD are assessed and given a diagnosis in Hanoi, 
Vietnam. I outline the recommended procedures for good assessment and diagnosis, and provide a 
brief history of assessment and diagnostic services in Hanoi in the late 1900s and 2000s, when ASD 
was newly recognised. I then discuss the current practices and challenges in assessment for children 
in Hanoi. I describe the speed with which the professionals assess and diagnose children in Hanoi 
and the rapid growth of ASD as a common diagnostic category among children. In this chapter, I 
also describe the influence of the media, lack of health system readiness, and political and 
economic consequences of the overdiagnosis of ASD.   
The meanings of having ASD, stigma and discrimination toward people with ASD and their 
families will be examined in Chapter 5. In this chapter I introduce cultural beliefs that associate 
ASD with shame and punishment. I also analyse structural discriminations that prevent individuals 
with ASD and their parents from exercising their rights and accessing better services.  
In Chapter 6, I explore parents’ experiences of struggling with their concerns about their children 
before diagnosis, handling their children’s difficulties in daily life after diagnosis, and in seeking 
interventions for their children within the medical system of Vietnam. Parents use plural 
interventions for their children with little guidance from professionals. Like parents of children 
with ASD elsewhere, parents in Hanoi are faced with the unclear aetiology of ASD and the 
complexity of this condition. However, for parents in Hanoi, this is exacerbated by the limited 
services, the lack of trust between parents and professionals, and economic factors, including the 
need for parents to pay directly for interventions, corruption, and instances of exploitation. Local 
knowledge and understandings of illness contribute to the use of a range of interventions for 
children with ASD.     
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While Chapters 4, 5 and 6 describe this condition from the experiences and perspectives of parents 
and service providers, in Chapter 7 I offer some insights from children with ASD themselves. I 
present how I analysed the visual data, the benefits and challenges from conducting photovoice 
with children with ASD, and what I have learned from their photos.  
In Chapter 8, I describe the ways in which parents challenge the service system, and negotiate for 
acceptance of their children in the society. In Chapter 9 I conclude the thesis by discussing ASD 
beyond Hanoi, and in the broader context of Vietnam and other developing countries, where 
resources are limited. I also present some implications for both interventions and research in the 
future. Empowering individuals with ASD and their parents is important in addressing this 
condition.   
A note about language 
I have kept all of the diacritics on Vietnamese words, since, without the diacritical marks, the 
meaning of words may change. I have used pseudonyms for all individuals, schools and clinics in 
my research. However, I used the real name for the National Hospital of Paediatrics (NHP) because 
of its political importance, and readers who know about the health system in Vietnam would easily 
identify it even if it had a pseudonym.  
In this thesis, I use three terms – ASD, autism, and tự kỷ –for this condition. The term autism was 
initially used to describe ‘classic autism’ or Kanner’s autism (Frith 2008). ASD is an umbrella term 
used to describe the wide range of this spectrum. This term ASD was first introduced in the early 
1980s. The Diagnostic and Statistical Manual of Mental Disorders (DSM), 4th and 5th Editions 
provide diagnostic criteria for ASD (APA 2000, 2013). The history of autism/ASD is described in 
the literature review. In Vietnam, people use the term tự kỷ for autism, and they rarely refer to ‘rối 
loạn phổ tự kỷ’ (ASD). As discussed further throughout the thesis, the term ‘tự kỷ’ has been 
socially constructed. Tự kỷ is not yet recognised as a spectrum; instead, in Vietnam it is still 
considered a disease. Thus, ASD is the main term for this condition in this thesis because my study 
examines the wide spectrum of this condition, and I emphasise the heterogenity of this spectrum. 
However, I also use the term autism when I write about literature in which the original authors use 
the term autism, and when research respondents or the media in Hanoi refer to this condition. In 
addition, when it is relevant, sometimes I keep the original term tự kỷ; for example, when I describe 
diagnostic labels or when respondents talk about meanings attached to this term.  
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Chapter 2: Literature review 
Overview of autism spectrum disorders 
What is ASD? 
ASD is an umbrella term used to describe a group of lifelong neurodevelopmental disorders with 
onset before the age of three. ASD is characterised as a developmental disability with impairments 
across three domains: social interaction, communication, and repetitive or stereotypic behaviours 
(Volkmar and Pauls 2003, Lennox, Beange et al. 2005, Frith 2008). Its clinical features are 
described as follows: 
• Deficit in social interaction: Various form of this impairment include being aloof, having 
difficulties in initiating and maintaining friendships, failures in understanding the thoughts 
and feelings of others, lack of social interest, avoiding eye contact, impairments in using 
nonverbal behaviours to regulate social interactions, and absence of spontaneity in seeking 
to share interests and enjoyment with others.  
• Impaired communication: This includes a delay in or lack of development of functional 
language; marked impairment in initiating and sustaining conversations; stereotyped, 
repetitive or idiosyncratic use of language; and lack of appropriate imaginative play.  
• Repetitive and narrow interests and behaviours: This can be described as preoccupation 
with restricted patterns of interest, adherence to rigid routines, resistance to change, 
stereotyped and repetitive motor mannerisms and persistent preoccupation with parts of 
objects (APA 1994, Gabriels 2007, Frith 2008, Levy, Mandell et al. 2009).   
In the DSM-5, the three impaired domains of ASD have been grouped in two as: (1) impairment in 
reciprocal social communication and social interaction, and (2) restricted and repetitive patterns of 
behaviours (APA 2013). ASD included autistic disorders (or classic or childhood autism), 
Asperser’s disorders (or high functioning), childhood disintegrative disorder and pervasive 
developmental disorders not otherwise specified (PDD-NOS) (APA 2013).  
Epidemiology 
There has been dramatic change in the epidemiology of ASD. In the 1960s and 1970s, when the 
rates included only measured ‘Autistic disorder’ the prevalence was believed to be very low, with 
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no more than five per 10,000 children.  In the 1980s, this prevalence tended to be 10 per 10,000 
children (Newschaffer, Croen et al. 2007). In the last 20 years, studies indicate that the prevalence 
has increased substantially (Inglese and Elder 2009) with the latest estimation one in every 68 
children (ADDM Network 2014). Autistic disorder is more common in boys than girls, with male 
to female ratio approximately 3:1 to 4:1 (Volkmar, Chawarska et al. 2005a; CDC 2012). The 
increase of ASD cases in the last decades raised concerns for both professionals and within the 
general population; however, it is not clear if it reflects a true increase. The increase may be due to 
the widening of diagnostic criteria, a greater awareness of ASD among professionals and parents, 
and the availability of services to identify children; all these factors may have led to an apparent 
rise in the number of cases (Lennox, Beange et al. 2005, Silverman and Brosco 2007, Frith 2008).  
The history of the conceptualisation of ASD 
Autism was first systematically described in 1943 by Dr Leo Kanner based on clinical records of 11 
boys with what he termed ‘Infantile Autism’ (Volkmar and Klin 2005, Solomon 2010). Even 
though Dr Kanner recognised the role of genetic factors in the causation of this disorder, in his 
work he stressed the role of parenting in the condition, suggesting it resulted from a cold, rigid, 
humourless and detached parental style. This scientific discourse led to the blaming of parents 
(Wing 1997, Wolff 2004). In 1944 in Vienna, a paediatrician, Hans Asperger, also described autism 
disorder among older children and adolescents. Some of the children had profound challenges in 
communication, social interaction and behaviour while others were only slightly affected, with gifts 
in mathematics or natural sciences and good speech. It was not until the 1980s that Asperger’s work 
was available in the English language literature (Wing 1997, Wolff 2004).  
The conceptualisation of ASD has further changed during the last few decades.  In 1980, the DSM-
III firstly included autism in the new coined class of childhood disorder, ‘pervasive developmental 
disorders’ (PDD). The definition of autism in DSM-III focuses on infantile aspects of autism 
(Volkmar, Chawarska et al. 2005a). The term autism spectrum disorder was first introduced by 
Wing in 1981, in which Kanner and Asperger syndromes were considered parts of the entire 
expression of the disorders. In 1987 the DSM-III-R made radical changes with a broader view of 
diagnosis. This set criteria to help limit clinician bias during assessment and diagnosis (Volkmar 
and Klin 2005) and discarded the mistaken connection between autism and childhood 
schizophrenia (Volkmar and Klin 2005, Geschwind 2009). This shifted autism from the prevailing 
view of it as an emotional illness to biological illness (Wing 1997) with more alternatives for 
interventions and less stigma toward parents. The DSM-IV (1994) officially recognised and 
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included Asperger and other specifically defined disorders as subtypes PDDs (Wing and Potter 
2002). The DSM-IV and DSM-IV Text Revision (2000) emphasised more on developmental issues. 
The definition of autism in DSM-IV is identical to that in the International Classification of 
Diseases (ICD)-10. The DSM-5, released in May 2013, incorporates diagnostic criteria and several 
subgroups of PDD into the diagnosis of ASD in order to improve the accuracy and consistence of 
the diagnosis (APA 2012, 2013). The process of revision of DSM-5 heats up debates around the 
diversity of the group, the clinical impacts of DSM and ICD criteria as well as services and political 
issues (Lopez-Duran 2011, Szatmari 2011, Buxbaum and Baron-Cohen 2013).  
Aetiology and diagnosis 
The causality of ASD has been very controversial since autism was first described and has not yet 
been identified (Newschaffer, Croen et al. 2007, Levy, Mandell et al. 2009). Evidence has well 
established the role of genetic factors in the abnormality of brain development and functioning 
(Volkmar and Pauls 2003, Betancur 2011, Geschwind 2011). Studies have also suggested that 
environmental factors – for example, biochemically active compounds, labour and delivery 
complications – may contribute to the development of ASD (Levy, Mandell et al. 2009). However, 
scientific evidence has confirmed that there is no association between parenting style and ASD 
(Wing 1997, Frith 2008), and discredited the hypothesis of a relationship between mercury, 
immunisation such as the measles, mumps, rubella (MMR) vaccine (Taylor, Miller et al. 1999, 
Fombonne and Chakrabarti 2001, Madsen, Hviid et al. 2002), and diet with ASD (Inglese and Elder 
2009). 
To date, there is no single objective medical test or biomarker for ASD; it is a process of subjective 
evaluation of observed behaviours (Filipek, Accardo et al. 2000). Diagnosis is based on different 
methods and sources including behavioural observation, psychological testing, speech and language 
assessments with children, and historical interviews with parents, care givers and teachers (Filipek, 
Accardo et al. 1999, Wilkinson 2010). The diagnostic process of ASD is complex, confusing and 
time consuming, and may take months to years (Filipek, Accardo et al. 1999, Keen and Rodger 
2012).  
There is no cure for ASD. However, several developmental, educational and behavioural therapies 
and medical treatments attempt to address the condition and help children with ASD better 
integrate within society and lead meaningful lives. The earlier behaviourally-based interventions, 
the better the outcomes of dismissing problematic behaviours and fostering communication and 
social skills (Carr and LeBlanc 2007, Prior, Roberts et al. 2011). 
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Lived experience of individuals with ASD 
Despite the growth of research on ASD in the 60 years since Kanner’s discovery, there is little 
understanding of the life of people with ASD (Howlin 2005, Causton-Theoharis, Ashby et al. 2009, 
Bates 2010). The challenges in communication with individuals with ASD, especially for those 
lower functioning on the spectrum, are reasons for the dearth of understanding. There have been 
some studies of the lifespan of people with ASD; for example, Lotter’s follow-up study with 32 
individuals in the UK (1974), Gillberg and Steffenburg’s study in Sweden (1987), and Howlin’s 
longitudinal study in the UK with children with ASD (2004), and with parents of children with 
ASD (1997). However, in these studies, the voices of individuals with ASD are limited. There has 
been an increasing number of studies with people with high functioning autism and published 
autobiographies of people with Asperger syndrome in the last two decades (Causton-Theoharis, 
Ashby et al. 2009), including Temple Grandin (1996, 2005), Daniel Tammet (2007) and Wendy 
Lawson (2000), and the novel by Mark Haddon (2004). These help us to understand the experience 
of living with the condition from an insider’s perspective. Nevertheless, these studies reflect only a 
part of the spectrum and are mostly written by adults in the United States and Australia.   
The most common discussion is that individuals with ASD struggle with a number of difficulties 
through their life course. Firstly, individuals with ASD struggle to receive adequate education. In 
her review of 13 studies on schooling of children with autism from 1969 to 2004, Howlin (2005) 
shows that the majority of children with autism, including those with higher IQ, attend school less 
than 10 years, and they often leave school without formal academic qualifications. Only a small 
proportion of children with autism, around 12%, attend college. The majority of those obtaining 
university degrees are high functioning people. Studies reveal that the lack of services, delays in 
diagnosis, and negative attitudes toward disability and ASD contribute to prevent individuals with 
ASD achieving adequate education. Individuals with ASD also experience social isolation, 
including neglect and rejection, bullying and teasing, such as name-calling and physical violence 
(Carpenter 1992, Bauminger and Kasari 2000, Ochs, Kremer-Sadlik et al. 2001, Humphrey and 
Lewis 2008).   
Secondly, the literature indicates that the employment rate among people with ASD is low. A 
review of the outcomes in ASD demonstrates that the rate of employment of people with ASD in 
studies after the 1980s is 24%, and the rate in studies with only high functioning individuals is 47% 
(Howlin 2005). However, only a few people obtain high level, well-paid jobs. Most people with 
ASD obtain unstable and low paid jobs, for example, as unskilled workers. In addition, people with 
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ASD, even those who have educational qualifications, often struggle to keep jobs because of their 
lack of social competence (Carpenter 1992, Howlin, Goode et al. 2004, Gerhardt and Holmes 2005, 
Grandin 2005).   
Thirdly, only a small proportion of people with ASD can live independently; the majority of these 
people depend on their parents or others for supervision and support. Howlin’s (2005) review of 19 
studies revealed that amongst studies published before 1980, only in Kanner’s follow-up study 
(until 1973), eight people out of 96 individuals lived independently or semi-independently; none of 
the 367 individuals in six other studies could do so. They all lived with their parents or in supported 
residence or hospital care. Among 12 studies published after 1980, five studies showed that the 
percentage of people living independently or semi-independently was less than 7%, two studies 
estimated the percentage to be less than 20% and four studies indicated a range from 20 to 44% 
(2005). In addition, the majority of people with ASD experience difficulty in establishing long-term 
relationships and families (Howlin 2005, Sperry and Mesibov 2005). The prevailing popular 
conception of ASD suggests that people with ASD prefer to be alone, do not care for other people, 
and are more interested in ‘things than persons’. However, studies and accounts of people with 
ASD suggest that most do not choose to be alone, and are as interested as other people in building 
friendships and relationships (Grandin 1996, Causton-Theoharis, Ashby et al. 2009).  
People with ASD also experience a higher prevalence of health problems than people without ASD. 
These health problems include epilepsy, anxiety and depression, respiratory problems, allergy, 
violence and sexual abuse (Howlin 2005, Gurney, McPheeters et al. 2006, Sullivan and Caterino 
2008). Because of their impaired communication, the physical and mental health problems of 
people with ASD might be overlooked.  
More recently, literature has challenged the traditional construction of people with ASD as a 
homogenous group (Silverman 2008). While discourses led by professionals emphasise impairment 
and deficit, discourses by people with ASD emphasise difference and diversity (Silverman 2008, 
Brownlow and O'Dell 2009). Many people with ASD reject the autism label as negative, as 
defining them as ‘not normal’, as a ‘freak’ or ‘impaired’. This creates feelings of frustration 
(Humphrey and Lewis 2008).  On the other hand, there is a growing acceptance among other 
people of ‘having autism’ or ‘Asperger syndrome’ (see McKean 1998, Grandin 2005, Brownlow, 
O'Dell et al. 2006, Humphrey and Lewis 2008). Brownlow and O’Dell (2009) suggested that 
including the wider view of people with ASD in the literature and professional representations will 
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lessen the stigmatised view. In addition, the voice of individuals with ASD need to be collected and 
may create a new agenda with respect to working with individuals with ASD.  
Experience of family members of people with ASD 
There is confusion between the causes and diagnosis of ASD.  Based on the argument that parents’ 
interpretation of cause and course of illness will influence their response to illness, Hebert and 
Koulouglioti (2010) conducted a literature review on the beliefs of parents of children with ASD 
about the aetiology of autism. The study indicates that parents have different beliefs about the 
causes of their children’s condition. However, little research has been conducted on the role of 
culture in parents’ beliefs about aetiology of ASD (Hebert and Koulouglioti 2010). Findings of 
existing studies indicate that the process of getting their children diagnosed is long, complex and 
stressful for many parents (Howlin and Moorf 1997). Parents experience anxiety, confusion, 
tiredness, disappointment and sadness in attempting to find a diagnosis for their children (Portway 
and Johnson 2005, Singer 2010). They also struggle with mixed feelings when informed of the 
diagnosis. A number of parents do not accept the diagnosis and feel devastated (Gray 1993b); 
others feel relief because they can name their child’s problems (Gray 1993b, Osborne and Reed 
2008, Altiere and von Kluge 2009). In addition, the desire to have an answer for the cause of their 
child’s disorder contributes to the emotional burden for parents (Portway and Johnson 2005).   
Families of individuals with ASD experience profound physical, emotional and economic burdens 
when raising their children (Gray 2002, Altiere and von Kluge 2009, Giallo, Wood et al. 2013). In 
his study with 35 mothers and fathers in Brisbane, Australia, Gray (1994) described how language 
deficiency, tantrums, destructive behaviours, poor eating and toilet habits of children with ASD left 
parents exhausted and stressed. When children with ASD are young, parents still can deal with 
aggressive or challenging behaviours because they are stronger; however, over time this becomes 
more difficult. These findings are echoed in a number of other studies; for example, research with 
21 families of children with autism in rural New England in the US (Hutton and Caron 2005), or a 
study with 26 mothers and 26 fathers in Michigan (Altiere and von Kluge 2009). Hutton and Caron 
(2005) elaborated further on the enormous physical and emotional efforts parents go to in order to 
obtain services for their children. Parents describe the high cost of therapies, services and 
interventions. In addition, reduced family income results from the fact that parents, mostly mothers, 
have to resign their jobs or work part-time only to supervise their children (Altiere and von Kluge 
2009, Phelps, Hodgson et al. 2009). 
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ASD challenges relationships among family members (Hock, Timm et al. 2012). Though many 
parents report that their relationships improve after their children are diagnosed, they also share that 
they experience significant relationship strain (Taylor, Miller et al. 1999, Phelps, Hodgson et al. 
2009). The conflicts result from different points of view regarding how to take care of their child, 
anxiety about their child’s future, disagreement over services, different coping styles, and lack of 
time for each other (Phelps, Hodgson et al. 2009, Hock, Timm et al. 2012).  
Studies with parents of children with ASD reveal that stigma is a consistent theme; though the 
experience varies and is internalised differently in different social and cultural contexts (Grinker 
2007). Parents often experience judgmental stares, ‘dirty looks’ and comments when their children 
have tantrums or show socially inappropriate behaviour. Because their children generally look as 
normal as other children, they are often considered as bad parents, who do not apply appropriate 
discipline for their children, instead of being parents of children with social and communication 
disorders (Gray 1993a, Altiere and von Kluge 2009, Farrugia 2009, Ryan 2010). I discuss this in 
detail in Chapter 5. 
However, parents also report positive benefits of being a parent of a child with ASD. In his study 
with 175 parents of autistic children in Chicago, Bayat (2007) indicated that most parents report 
that they become less selfish and more caring persons. Parents also view life with healthier and 
more positive perspectives. In addition, they become more flexible towards and respectful of the 
difference of others (Bayat 2007).  
A more positive view of families caring for disabled children is also found in the literature on 
coping and resilience of families. Bayat (2007) found different forms of family resilience to ASD. 
These include pulling resources together, making connections between family members, 
interpreting positively the meaning of ASD and the benefits of having a child with ASD, and 
changing their views about life. Other authors emphasise empowerment as a coping strategy for a 
number of parents of children with ASD (Grinker 2007, Altiere and von Kluge 2009). Parents 
actively search for and read information on ASD and treatment, then transfer this knowledge to 
others (Woodgate, Ateah et al. 2008). Sometimes parents establish or join support groups, or 
associations related to ASD, attend conferences, advocate and create social movements for the 
rights of children with ASD (Silverman and Brosco 2007, Altiere and von Kluge 2009, Marshall 
and Long 2010). 
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Socio-cultural aspects of ASD 
Several studies have noted the influence of social and cultural context upon diagnosis, treatment, 
reactions, experience, care and management of ASD. Grinker (2007) notes that although the DSM-
IV TR (APA 2000) and ICD-10 (WHO 2007) provide detailed descriptions of ASD for 
paediatricians and psychologists, the screening and diagnosis of these disorders are still challenging 
and influenced by social and cultural bias. In some settings, families may be reluctant to have their 
children identified as having ASD or, in other cases, groups advocate for a diagnosis of ASD rather 
than another label to avoid unnecessary stigma. Professionals may prefer giving a label of 
autism/ASD (Grinker 2007) or they may experience pressure to give this diagnosis as a gateway for 
a child receiving an intervention or educational service. An ethnographic study in South Korea 
found that psychiatrists in urban areas often gave autistic children the diagnosis of ‘reactive 
attachment disorder’ to avoid possible stigmatization of the whole family because of a putative 
genetic association with autism. ‘Reactive attachment disorder’ is more culturally acceptable than 
autism (Grinker 2010). 
Culture also influences whether or not certain behaviours are considered problematic (Dyches, 
Wilder et al. 2004). For example, while the absence of eye contact is listed as a ‘red-flag’ in ASD 
in some checklists such as those used in the United States, children in East Asia are not necessarily 
encouraged to look directly into the eyes of others (Wallis and Pinto-Martin 2008). In India, 
professionals share the cultural belief that boys talk later, and thus they do not consider language 
delay central to the disorder (Daley and Sigman 2002). Likewise, Indian parents tend to take boys 
for ASD assessment later than girls and eight months later than their peers in the US (Daley and 
Sigman 2002, Daley 2004).The old belief in China that who speaks late will become more 
intelligent also affects to early detection of ASD and health seeking behaviours of Chinese parents 
(Sun, Allison et al. 2013). 
The perception of the aetiology of ASD influenced by local discourses and cultural beliefs on 
disability will affect the responses of individuals and society toward the conditions. In the US and 
some European countries, the unclear aetiology of ASD may lead parents to  blame themselves for 
being stressed or engaged in unhealthy practices (even if unknowingly) during their pregnancy 
(Mercer, Creighton et al. 2006) or giving vaccination to their children (Hebert and Koulouglioti 
2010, Kaufman 2010). Grinker (2007), in his book investigating the cultural construction of autism, 
describes the beliefs and responses of families with autistic children in several countries from 
America to Africa and Asia. For example, in South Korea, autistic children in large cities are often 
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hidden by their families because ASD is considered a stigmatising hereditary disorder in big cities, 
while those in rural area are well integrated in community. In contrast, children with ASD in a 
village of South Africa might be sent far away from their family or to a traditional healer because 
people believe that an individual’s affliction is the sign of attack by the family’s ancestor to the 
whole family (Grinker 2007). Literature on culture and disability points out that in some societies 
in Asia, disability is internalised as a punishment for the sins of previous generations, and this 
belief leads to more shame for the families of children with ASD (Liu 2005, Ghosh and Magana 
2009, Luong, Yoder et al. 2009).  
Although the influence of culture has been recognised in studies on illness and disability 
(Manderson 2011, Warren and Manderson 2013), cross-cultural studies on ASD are limited (Daley 
2002, Dyches, Wilder et al. 2004, Mandell and Novak 2005, Hebert and Koulouglioti 2010). In his 
review, Daley (2002) describes only a few cross-national studies and unpublished dissertations; for 
example, a study investigating parents’ beliefs on prognosis, treatments, the relationship between 
parents and professionals in Brazil, Greece, Italy and Germany2, and cross-cultural study of ASD in 
South Korea and in the United States3. He concludes on the need for further cross-cultural studies 
in diverse settings (Daley 2002). Luong, et al. (2009) also emphasise a lack of understanding about 
how South East Asian parents experience ASD. 
Vietnam  
Overview of Vietnam 
The Socialist Republic of Vietnam is situated in the centre of the Southeast Asia, bordered by 
China to the North, and Laos and Cambodia to the West (UNICEF 2010). According to the 2009 
Vietnam population housing census, the total population of Vietnam is about 86 million, and 
children from 0 to 17 years old make up 30% of the total population (GSO 2010). Since the Đổi 
mới (Renovation) policy, shifting from a subsidised to market economy, Vietnam has experienced 
dramaticeconomic and human development (World Bank 2006). Vietnam has just reached the low-
middle income country level, with gross national income per capita in 2013 of US$ 1730 (World 
Bank 2014). The life expectancy has increased to 74.9 years of age, and expected years of 
                                                           
2Probst, P. (1998). Child health-related cognitions of parents with autistic children: A cross-national exploratory study. 
In U. P. Gielen& A. L. Comunian (Eds.), The family and family therapy in international perspective (pp. 461–483). 
Trieste: Lint. 
3Seu, G. H. (1992). Cross-cultural study of autism in South Korea and the United States.University of Texas, 
Austin.Dissertation Abstracts International, March 52 (9-A). 
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schooling is 10.4 (UN Vietnam 2010, UNDP 2010). However, the gap between social classes has 
widened (World Bank 2006). 
Vietnamese people accept, adapt, and blend various beliefs and religions, including Animism, 
Buddhism, Confucianism, Taoism, Christianity, and Hinduism. Buddhism, and Confucianism are 
often described as two dominant religions of Vietnam (McLeod and Nguyen 2001). After the 
victory of national revolution in 1945, the Government of Vietnam introduced the socialist 
ideology, which emphasises progress, liberation, rationality and science (Malarney 2002); however, 
Confucianism and traditional beliefs continue to hold significant influences (Burr 2014). 
 
Vietnamese culture emphasises the importance of gia tộc (family) and community. Benefits, 
honour and the morality of the group are defined above that of individuals (Ngọc 2006).Since 
childhood, Vietnamese people are taught to fulfil their responsibilities obligations and behave 
properly within social norms for the good and reputation of his or her family (Khanh 1998, Hunt 
2005). Parents’ duties include providing food, shelter and educating their children. Parents are also 
requested to sacrifice their own needs to raise their children properly. In turn, children are expected 
to please their parents because of the moral debt and gratitude they owe their parents and ancestors 
(McLeod and Nguyen 2001, Hunt 2005) and provide financial support and care for parents when 
their parents are old (Malarney 2002).   
Vietnamese people practise Thờ cúng tổ tiên (ancestor worship). Families have bàn thờ gia tiên 
(ancestral altars) which are often placed in the most respectful space at home. Vietnamese people 
burn incense sticks during special events, such as Lunar New Year, the first day and mid-day of 
lunar month, death anniversaries of their ancestors, and events when they want to report their 
family’s business to their ancestors or ask support from them (Binh and Healy 2006). This is a way 
that offspring honour and express their gratitude for their parents and ancestors in giving birth and 
educating them (Ngọc 2006, Đường 2010). In addition, this practice is also based on the belief that 
ancestral spirits still inhabit this world after death, witness and support the offspring (McLeod and 
Nguyen 2001, Đường 2010). Vietnamese people believe that one’s ancestors will be proud and 
reward them with good health and fortune if one follows moral rules and performs proper ancestor 
worship. In contrast, one’s ancestors will be sad, feel shame or even punish the offspring if they 
break moral rules (Malarney 2002, Đường 2010). 
Hiếu thảo (filial piety) is heavily stressed in Vietnamese culture. This encompasses the duties and 
obligations of children toward their parents (Malarney 2002). Men are required to embody 
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patrilineal honour across generations, and be responsible for ancestor worship. A man will be 
viewed as bất hiếu (filial impious) if he is unsuccessful at having a healthy son (McLeod and 
Nguyen 2001, Rydstrøm 2006). Women are expected to give birth to ensure that her husband’s 
family male line continues (McLeod and Nguyen 2001) and maintain the happiness of the family. 
Women are blamed for childlessness, diseases, misfortunes for the family, and the disabling 
conditions of their children (Gammeltoft 2008b).  
Although the concept of a ‘good child’ is socially constructed and complex, traditional values 
strongly shape the expectation of what is a good child in Vietnam (Burr 2014) Vietnamese children 
are taught about filial piety and collectist identify from when they are young. Thus, a good child is 
expected to be moral, obedient and respectful to older people, especially their parents, older 
relatives and teachers. He or she is also supposed to follow the social hierarchy, not participate in 
adults’ talk, not criticise parents and teachers, and not hurt feelings of adults (Malarney 2002, Burr 
2014, Graham, Phelps et al. 2014). Research with children currently shows that there are few cases 
that children challenges teachers but they do it in a very respectful manner. Power relations 
between children-adults and cultural values of morality and obedience  impact upon childrens’ 
ability to express themselves when they talk with adults, as well as the way adults view what is a 
good child (Graham, Phelps et al. 2014). 
Buddhist undertones exist in Vietnamese culture even when Vietnamese people do not actively 
practise it as a religion. Soucy (2012), in his study on Buddhist practices in Hanoi, shows that 
Vietnamese people engage in various forms and levels of Buddhist practices even though they 
might not consider themselves as Buddhist. There is no systematised and orthodox practice that is 
required in Vietnamese Buddhism, and it is common for a person to  pray to the Buddha while also 
using other religious and spiritual practices such as ancestor worship, going to spiritual rituals, 
hanging talismans in their doors, and going to fortune tellers. Many Vietnamese people do not view 
these practices as religion; instead, they see them as daily life activities (Soucy 2012).  
Traditionally education is highly valued (Hunt 2005, Ngọc 2006). The desire for social respect, 
prestige, and the prospect of the development of Vietnam drives familial and social investment in 
education. Education is considered a national priority or national strategy among political leaders 
and a duty of its citizens (London 2011). It is undoubtable that Vietnam has gained many 
achievements in improving education. However, bệnh thành tích (achievement syndrome) in 
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education is a growing concern and performed in several ways, from high reported enrolment rates 
(London 2011), to high scores and high achievement in exams.4 
Disability in Vietnam 
Vietnam has no official government system collecting comprehensive data on disability; however, 
it is estimated that 6% of the entire Vietnamese population, or five to six million people, are 
persons with disabilities (USAID 2005). A study conducted by MOLISA/UNICEF in 1988 
estimated that the number of children with a disability was about one million, accounting for 3.1% 
of children aged 0–17 years old. Movement disabilities and speech disabilities were the two most 
prevalent types of child disabilities, accounting for 22.4% and 21.4% respectively. Learning 
disabilities was the lowest reported type of child disability with 3.6% (CISLSA 2000). Education 
status and literacy rates among children with disabilities are much lower than those in the general 
population. The 2010 analysis of children in Vietnam reports that 52% of children with disabilities 
have never attended school (UNICEF 2010). Other statistics on people with disabilities in Vietnam 
show that 41% of persons with disabilities from six years old and above are illiterate, and only 
19.5% of persons with disabilities have completed secondary school (UNESCAP 2006). In 
addition, people with disabilities also encounter difficulties in accessing health care. A survey of 
children with disabilities reveals that about one-third of children with disability reported never 
receiving any treatment/rehabilitation for their disability (CISLSA 2000). Le et al. report that 18–
30% of people with disabilities in their study practise self-treatment. Approximately half of 
research respondents report that they experience difficulties in accessing health care facilities, due 
to high fees, no appropriate services, no suitable transportation and the bureaucracy of the health 
care system (2009). People with disabilities in Vietnam encounter stigma and discrimination. They 
are referred to by a number of derogative labels such as ‘crazy’, ‘idiot’, ‘stupid’, ‘blind’, ‘limping’, 
or ‘đồ tàn tật’ (which means finished) (Le, Khuat et al. 2009, Rydstrom 2010). Many people with 
disabilities are hidden at home and do not have the opportunity to access education and social 
participation because their families are afraid of the shame attached to disability (USAID 2005).  
The few studies on disability in Vietnam or with oversea Vietnamese people conducted to date 
suggest that due to Buddhist beliefs in karmic demerit and reincarnation, disability is 
                                                           
4A reputable professor expressed his concerns on the serious achievement syndrome in the education system in 
Vietnam. He stated, ‘achievement syndrome in education has deformed the goal of education. The rate of graduation 
this year is 98%; how about next year while you set the objective that the rate next year should be higher than previous 
year?. Since teachers are evaluated by the grade of their students, if the teacher in the next class gave students many 10 
scores, why not me?’.http://vnexpress.net/gl/xa-hoi/giao-duc/2012/10/benh-thanh-tich-nam-ngay-o-bo-giao-duc/ 
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conventionally perceived as a consequence of sins or immorality (Hunt 2005, Gammeltoft 2008b, 
Le, Khuat et al. 2009, Luong, Yoder et al. 2009). The ancestor of someone who is disabled may 
have committed a crime or acted inappropriately; therefore, it is thought that the descendant has to 
suffer (Hunt 2005).A cross-sectional survey conducted by Le et al. (2009) with 5,497 individuals 
with disabilities and more than 8,000 households in 2008 shows that this belief still prevails. From 
56% to 65% of the community respondents thought that disability was a matter of ‘fate’, and from 
15% to 21% even thought that people with disabilities were those who were paying the ‘price’ for 
‘bad things’ they or their family members had done in their ‘previous life’(Le, Khuat et al. 2009). 
This belief contributes to widespread prejudices and stigma towards people with disability. 
Children with disabilities are often viewed as dependent, a burden not only for the family but also 
for society. Moreover, parents often diminish the subjectivity of their children, and maintain moral 
integrity as social strategies to cope with disability (Gammeltoft 2008b).  
The Disability Law enacted in January 2011 in Vietnam ensures the rights of people with 
disabilities in all aspects of life, including equal access to health care, education, vocational 
training, employment, residential and government buildings, transportation, cultural activities and 
entertainment (National Assembly 2010). However, there are still significant gaps between law and 
practices.  
Inclusive education programs, which are based on the principle of integrating children with 
disabilities into mainstream schools, were initiated in Vietnam in the early 1990s (Villa, Tac et al. 
2003). This effort has had some success in encouraging a larger number of children to attend 
schools (Rydstrom 2010). However, the provision of education for children with disability remains 
a big challenge (Villa, Tac et al. 2003, World Bank 2006). Educational structures, policies and 
practices are inconsistent. For example, there is only one fixed national curriculum, individualised 
instruction within mainstreaming classrooms is not encouraged, and there is an emphasis on 
academic knowledge rather than application of knowledge and skill development. Most teachers are 
neither trained in special education nor receive any specialised training to work with children with 
disabilities, particularly with children with learning difficulties (Villa, Tac et al. 2003, USAID 
2005, Rydstrom 2010). Moreover, there is a lack of resources, such as classroom aides, or sufficient 
adapted materials, to support teachers to teach children with disabilities. Furthermore, though 
primary school is tuition-free, this only applies to public schools which are often overcrowded. 
Tuition fees and other expenses in private schools or special schools for children are often very 
high (Rydstrom 2010). 
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Health care system 
Since Đổi mới reforms the Vietnamese government has reduced its subsidy for the public health 
system and encouraged the participation of the private sector. Vietnam’s health system now is a 
mix between public and private systems, although the public system still dominates and the quality 
regulation in private system is extremely limited. According to the WHO and MOH (2012), 
nationally the public sector consists of 1,087 hospitals with 188,613 patient beds, while the private 
sector has 102 private hospitals providing 7,124 private beds. About 94% of total in-patient 
admissions in 2010 were in public facilities. In the public system, there are four levels: national/ 
tertiary, provincial/municipal, district and commune (WHO and MOH 2012). Regardless of 
insurance status, patients could be referred to higher level care. Patients will pay higher co-payment 
if they bypass their primary facility without a referral letter. Health providers often work 
independently and medical records do not follow the patient. This leads to poor continuity of care 
and weak coordination between public-public facilities and between public-private facilities (WHO 
and MOH 2012). Because of a poor referral system and patients’ lack of trust in the professional 
competencies of lower level health staff, the increased investments in technology at higher level 
health facilities, people tend to come directly to provincial and tertiary health facilities for care. 
This results in extreme overcrowding in central and specialized hospitals (WHO and MOH 2012, 
MOH & HPG 2013). In addition, although the Ministry of Health has made efforts to develop 
guidelines for quality management for the health care system, compliance and quality supervision 
remains weak. 
 
Though universal access to quality health services is a primary goal of the Vietnamese government, 
inequalities in access to and utilization of health care have increased (World Bank 2006, Ekman, 
Liem et al. 2008). In 2010, 37.5 % of people in the poorest income quintile received any medical 
care in the past 12 months compared with that of 45 % amongst the richest income quintile (WHO 
and MOH 2012). According to Ministry of Health statistics, only 66.8 % of the population were 
covered by health insurance in 2012. The state budget spending on health only accounted for 26 % 
of total health expenditures in 2010, and the household out-of-pocket spending share of total health 
expenditure remains above 50 % (MOH & HPG 2013). In this context, the cost of ill health and 
disability has a more severe effect on poorer households. 
Mental health  
Mental health care in Vietnam is still far behind the care for other health conditions. Although 
Vietnam has a legislative framework to protect the human rights of patients and promote equity of 
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access to services, Vietnam has inadequate mental health policies and plans (Niemi, Thanh et al. 
2010, Ngoc and Cuong 2013). So far, the country has no explicit mental health law. Not until 2004 
was a national plan of action on treatment of schizophrenia and epilepsy5 in hospitals available. 
There were no health promotion or illness prevention strategies addressing mental health. There are 
no regular national programmes to raise awareness and address stigma on mental health (Niemi, 
Thanh et al. 2010). In addition, the mental health system focuses on hospital-based rather than 
community-based services, and has limited services for children and adolescents (Vuong, Van 
Ginneken et al. 2011). The government has just approved the ‘Program for community-based social 
assistance and rehabilitation for people with mental disorders in the period 2011-2020’ (Prime 
minister 2011); however, the implementation of the program has been limited (Hoa 2014). Existing 
policies and programs on mental health in Vietnam have not yet address mental disorders in a wide 
range of disorders, instead they still strongly focus on schizophrenia, epilepsy (and recently stress). 
The percentage of mental health professionals per head of population is very low. Statistics in 2004 
and 2006 show that only 0.35 psychiatrists and 0.9 general physicians work in mental health 
facilities per 100,000 population6, while this rate was 67 medical doctors per 100,000 population. 
Psychiatry is among the least preferred postgraduate specialties in Vietnam (Vuong, Van Ginneken 
et al. 2011).  
In the Vietnamese culture, as is common in many cultures, among people with disability, people 
with mental health problems are the most stigmatised and poorly understood. Research on mental 
health disorders in Vietnam is still limited (Niemi, Thanh et al. 2010, Vuong, Van Ginneken et al. 
2011). However existing research describes various kinds of stigma and misunderstanding attached 
to mental disorders. For example, a study on stigma on people with schizophrenia in central 
Vietnam shows that about 50% of respondents reported being avoided by others, 47% being 
advised to lower their expectations in life and 46% having heard offensive comments about people 
with mental illness (Vuong, Dunne et al. 2012). In addition, a study on opinions of people towards 
epilepsy found that and 10% of respondents thought that epilepsy was a form of insanity, 36.3% of 
respondents would object to their children playing with someone with seizures and 82.0% would 
object to their children marrying someone with epilepsy (Tuan, Cuong et al. 2007).The lack of 
awareness and stigma towards mental health also affects health seeking behaviour of people with 
mental health problems. A community-based survey with 3,425 people from 18-60 years of age in 
                                                           
5
 Epilepsy is both a neurolological and mental health problem.In existing policies on mental health in Vietnam, 
epilepsy is considered as a mental disorder. 
6
 The proportion of actual psychiatrists is much lower than in neighbouring countries. According to data of  WHO in 
2006, this rate in China, Thailand and Philippines is 1.40, 0.66, and 0.42 respectively (Vuong et al. 2011). 
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Ba Vi, a rural district near to Hanoi, showed that among184 people who experienced mental 
distress only 5 percent sought for health care at district and provincial/central facilities offering 
mental health care services and about 42 % did not seek for any treatment (Giang, Dzung et al. 
2010). 
Mental health has been receiving the attention of scholars and health programmers recently. In 
addition to government, some non-government organizations, such as Research and Training 
Centre for Community Development (RTCCD), have provided assessment and therapy for people 
with mental illness, and piloted some intervention models at community levels. With financial 
supports from international donors such as Atlantic Philanthropies and Grand Challenges Canada, 
some bilateral projects have been developed to improve research of, services for and policies to 
address mental health care in Vietnam (Ngoc and Cuong 2013).  
ASD in Vietnam 
There has been a dramatic increase in ASD cases diagnosed in Vietnam (CLAN 2010). In 2003, the 
Children’s Hospital 1 (one of the two biggest paediatric hospitals in Ho Chi Minh City) admitted 
the first two cases of ASD, but by 2009 the hospital diagnosed and managed more than 800 cases 
(CLAN 2010, Pham 2010). The NHP based in Hanoi also reported that they receive about 6,000 
children attending for diagnosis and treatment annually (Vu 2009). However, this number is 
believed to represent only a minority of cases (Brown 2009, Vu 2009).   
To date, there is very little understanding of ASD in Vietnam. The country has no official statistics 
on this condition, and the prevalence of ASD has not yet been investigated (CLAN 2010). Very few 
studies of this condition in Vietnam have been carried out and published. In my knowledge they 
include a study which examined cognitive ability of children with ASD (Diệp 2009), a PhD study 
on screening children by Modified Checklist for Autism in Toddlers (MCHAT)-23, clinical features 
of children with ASD and the effectiveness of early intervention (Giang, Ha et al. 2010a, Giang 
2012), and a Masters’ thesis on employment opportunities for adolescents with ASD in Vietnam 
(Thu 2011). One cross-sectional self-administered survey with 254 parents of children with 
developmental disorders including children with ASD was conducted in late 2009 and early 2010, 
to explore the needs of these children and families (Yen 2010). In addition, one article raises the 
needs of providing information for parents at diagnosis time (Ying, Browne et al. 2012). There is 
no study providing a ‘thick description’ of the lived experience of children with ASD and their 
families and social responses to these disorders.  
23 | P a g e  
 
However, unpublished reports, narratives and personal opinions posted in the media and forums 
reveal that these children and their families struggle desperately with the diagnostic process and 
intervention services, and experience considerable stigma and discrimination. There are very few 
facilities in public children’s hospitals and universities which are mostly in large cities such as 
Hanoi and Ho Chi Minh City, providing diagnosis and intervention services for children with ASD 
and their families. These facilities are often very crowded and lack staff, and children with ASD 
often wait several months to get a place (Brown 2009, CLAN 2010). From a service point of view, 
occupational therapy is not yet recognised in the country, paediatric hospitals often do not recruit 
social workers, there are limited physiotherapists in the field of ASD, and there is no community-
based institution in which adults with ASD may live or receive services (CLAN 2010). Until late 
2010, there was no formal training course for speech therapists in Vietnam. With the support from 
Trinh Foundation, an Australian organization, a two-year post-graduate training program has been 
carried out at Pham Ngoc Thach University of Medicine in Ho Chi Minh city since September, 
2010 (Trinh Foundation 2014). Though the country emphasises inclusive education, anecdotal 
evidence suggests that children with ASD still have difficulties in enrolling and integrating into 
mainstream schools (Linh and Mung 2008). The number of private schools and centres that provide 
ASD care for children from two to 16 years old in Vietnam is very limited and these schools are 
also costly (Pham 2010). 
There are significant gaps in our understanding of ASD in Vietnam. Despite the studies reported 
above, we do not know how this condition is perceived in Vietnamese contexts, how underlying 
concepts, and cultural ideas of disability and family, shape the meanings of being ‘autistic’, how 
this is experienced by children and their parents, how the society and the public health system 
responds to these disorders, and what the daily experiences of children with ASD and their families 
are. In this thesis, I seek to understand this condition in its broader social, cultural and political 
context, not only as a biomedical phenomenon. 
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Chapter 3: Methodology 
In this study, I applied a conceptual framework informed by various theories used in public health, 
medical anthropology and disability studies to provide a ‘thick description’ and interpretation of 
ASD in Hanoi, Vietnam. This conceptual framework does not purely sit within any one approach, 
instead it provide broader framework to investigate the experiences of living with ASD from 
various perspectives. My fieldwork was conducted over 11 months, from July 2011 to end of May 
2012, in Hanoi, my home town. I spent my first two months making connections and building 
rapport with Câu lạc bộ gia đình trẻ tự kỷ Hà Nội – Hanoi Club for Parents of Children with 
Autism (hereby called the Hanoi Club) while waiting for ethical clearance approvals. A range of 
methodologies were employed in this study. In addition to my research, I worked with the Hanoi 
Club to use a part of my research outcomes for public awareness on ASD.   
Conceptual framework 
Social constructionism 
There are a variety of definitions of social constructionism. Generally, social constructionists 
believe that a social phenomenon is created and modified by a multiplicity of social forces (Brown 
1995). In the social construction of reality, Berger and Luckmann (1967) argue that the ‘reality’ is 
not simply fixed and ‘there’ in the society; instead, it is inter-subjective or socially constructed. At 
the same time, all knowledge, including knowledge in everyday life, is a product of social 
interactions and negotiation between individuals, groups and institutions over time. Brown 
conceptualises the social construction of a phenomenon as ‘a set of understandings, relationships, 
and actions that are shaped by diverse kinds of knowledge, experience and power relations’ (1995 
p. 37).  The social constructionist approach studies social systems, the interaction between 
individuals and professionals, institutions, the roles of governments, media and families (Brown 
1995). 
Illness representation as a culturally constituted reality 
Whereas the biomedical tradition treats disease as a part of nature, an objective and discrete entity, 
following in social constructionist theories, the cultural interpretive or meaning-centered tradition 
in medical anthropology views that ‘disease is not an entity but an explanatory model’ (Good 1994 
p. 53). Kleinman (1980), who introduced the concept of explanatory models, suggests that they 
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help us understand the multiple symbols of  illness presentation from different perspectives. He 
emphasises that explanatory models should be considered as ‘a device that privileges meanings, 
especially the voices of patients and families, and respects difference’ (Kleinman 1995 p.8). 
Interpretive anthropologists claim that ‘clinical reality’ is a part of culture, and illness 
representation is a product of interactions between biology, social practices, lived experience and 
cultural meanings (Kleinman 1973, Good 1994). Interpretive studies emphasise the subjectivity of 
actors including researchers and inter-subjective meanings. These studies place their interest in the 
representation of illness, the symbolic structures and processes associated with illness, and 
embodied experience (Good 1994, Baer, Singer et al. 2003b, Pool and Geissler 2005). This 
contributes to questions concerning the aetiology, symptoms, consequences of and treatments for a 
health condition from different perspectives. 
Though the meaning-centred approach can be useful in interpreting illness from the insider 
perspective, and makes sense of what is non-sense to outsiders, it has been criticised by critical 
medical anthropology for its inattention to political and economic forces. 
Critical medical anthropology 
Critical medical anthropology was firstly presented by Baer and Singer in their paper in 1982. They 
argue that social and economic inequality and power have significant influences to the 
representation/misrepresentation and care of a health issue (Baer and Singer 2003, Pool and 
Geissler 2005). These scholars reinsert the importance of structural issues into discussions of the 
experience of illness. Critical studies attempt to ‘understand health issues in light of the larger 
political and economic forces that pattern interpersonal relationships, shape social behaviour, 
generate social meanings and condition collective experiences’ (Singer 1990 p. 181). Similarly 
there is an emphasis on the ways in which ‘idioms of distress and illness representations of those 
who are suffering may, in turn, be viewed as a forms of resistance’ (Pool and Geissler 2005 p. 36). 
Critical studies examine questions regarding the distribution of power in the social relations of 
various groups and actors, and associated arenas of struggle and resistance that affect the 
functioning of medical systems and individuals’ experience (Good 1994, Baer, Singer et al. 2003b). 
Participatory action research (PAR) is a cyclic process in which researchers and participants work 
systematically together to collect information, analyse it, and transform knowledge into social 
actions. PAR therefore assists participants to share their stories, reflect on their own experience in a 
meaningful way, and be able to determine actions needed for their situations (Hart and Bond 1995, 
Koch and Kralik 2006). 
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Disability 
My approach in this study also mirrors moves towards a social model of disability across the world. 
Disability is defined by the World Health Organization (WHO) in the current International 
Classification of Functioning, Disability and Health (ICF) as ‘an umbrella term for impairments, 
activity limitations and participation restrictions. It denotes the negative aspects of the interaction 
between an individual (with a health condition) and that individual’s contextual factors 
(environmental and personal factors)’ (WHO 2001 p. 190). Moving away from causes and 
‘consequences of disease’ in ICF 1980, the ICF 2001 focuses on ‘components of health’; for 
example, health condition, dimensions of body function and structure, activities at personal level 
and participation in society, as well as contextual factors. The WHO’s framework emphasises the 
need for integrating a social model and medical model in addressing disability (WHO 2001). The 
medical model perceives disability as a personal problem and social restrictions for disabled people 
are a consequence of physical dysfunctions. This model focuses on care, treatment, professional 
support and individual adjustment (WHO 2001). The social model views disability as socially 
constructed by systematic patterns of unequal relationships and exclusion (Oliver 1990, Thomas 
1999, Thomas 2004). Social barriers (for example, inappropriate services and policies, stigma and 
discrimination), not individual limitations, prevent disabled people from participating in the 
society. The social model highlights social integration, politics, human rights and social change 
(Kostanjsek 2004, Thomas 2004, Connors and Stalker 2007).  
According to some scholars, to some extent the WHO’s framework reflects Bronfenbrenner’s 
ecological theory of human development (Skelton and Rosenbaum 2010). This theory also has 
other names: ecological systems theory and development in context theory (Sontag 1996). 
Bronfenbrenner’s model introduced a paradigm which consists of five types of nested systems 
including microsystem, mesosystem, exosystem, macrosystem and chronosystem (see more in 
Bronfenbrenner 1993). This model emphasises that the development of an individual is shaped by 
the complex interactions between comprehensive settings that the individual grows up in. 
Informed by these theoretical frameworks, in this study I conceptualise ASD within a set of multi-
level interactions.  
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The inner circle is the individual and family level. This includes the experiences of individuals and 
families living with ASD in getting diagnosis and access to interventions for this condition. This 
also covers their perceptions toward ASD, living with ASD, the meanings attached to ASD, their 
knowledge and attitudes on services available, as well as their coping strategies and agency. The 
next circle is the community level, which includes social services, including health, education, 
social support and welfare for both individuals with ASD and their parents; the interactions and 
power relationships between people with ASD and their parents with service providers and other 
people in community; and social norms and stigma toward ASD. The outer circle is society. This 
level has political and economic factors which influence the lives of people with ASD. These 
factors include social institutions such as medicine, and the mass media in shaping the 
representation of ASD; laws and policies related to disability; and structural issues such as the 
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economic structure in Vietnam, class and poverty. It also includes the emergence of civil society in 
Vietnam, the voices of people with disability in society; discourses relating to disability; cultural 
values, beliefs and rituals on life, family and disability; and gender. This framework guided me on 
which information I need to collect, source of information, and techniques to collect data in this 
study.  
Study site 
This study was conducted in Hanoi, Vietnam. Hanoi is the capital of Vietnam and the second 
largest city in Vietnam with a population of about 6.5 million people (GSO 2010). Most leading 
hospitals, including the NHP, are based in Hanoi.  
 
Figure 2: A street in Hanoi 
(photo taken by researcher in August 2013) 
I carried out this study mostly through the network of the Hanoi Club. This club was established in 
the early 2000s, and registered under The Hanoi Association of People with Disabilities. It has 
hundreds of members and its own website www.tretuky.com (Vietnamese for ‘children with 
autism’). Through introductions from my colleagues both in Vietnam and Australia, I 
communicated with the representatives of the Hanoi Club about this research since 2010. This 
helped me gain entry to the community of parents of children with ASD in Hanoi. In addition, I 
connected with service providers to get permission for observations at clinics and to meet parents 
who do not participate in the Hanoi Club.  
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Methods 
This project began with the hope of being as participatory as possible. A range of methods were 
employed. These include participatory observation, ‘photovoice’, in-depth interviews, online 
survey, and the collection of secondary data. The following is a summary table of methods used in 
this study. Then in the next sections, I will provide detailed descriptions of each method.  
Table 1: Methods and participants 
Method Duration Number of participants 
Participant 
observation (PO) 
July 2011 – May 
2012 
- A number of Hanoi Club activities 
- A number of families of children with 
ASD 
- Four clinics 
- Three parent-run schools/groups 
- Three government mainstream schools 
Photovoice October 2011 – 
Early March 2012 
- 6 parents (and then two withdrew) 
- 9 children from 10–17 with ASD (and 
one withdrew) 
In-depth interview  Late September 
2011 to May 2012 
- 27 parents, including 21 mothers and six 
fathers 
- 17 key informants 
Informal interview/ 
group discussion  
(taken during PO) 
July 2011 to May 
2012 
- Parents and grandmothers 
- Three groups of care givers, including 
parents and grandparents 
- Some service providers 
Collecting secondary 
data 
July 2011 to May 
2012 
- Discussions in forums 
- Articles in the media 
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Method Duration Number of participants 
- Some popular books 
Online self-
administered survey 
August 2012 - 125 care givers of children with ASD 
Participant observation 
As Barfield stated, participant observation is ‘long-term, intense interaction with members of a 
community during which the researcher plunges into their activities as completely as possible’ 
(Barfield 1997p. 348). It emphasises the interaction between the researcher and the community. 
Engaging in various activities, the researcher is able to witness experiences; internalise beliefs, 
concerns and meanings from points of view of people under study; and ask informal questions 
(Jorgensen 1989, Fetterman 1998).  
It was a privilege to be included in Hanoi Club activities and some daily life activities of families 
with children with ASD. I can now reflect upon how much I learned: from the person who knew 
almost nothing on ASD, a stranger, or outsider, to become somewhat a part of the community, a 
sister (em/chị) of some mothers, an aunt (cô) of some children. I also felt more confident when 
together with the parents, as together through this project we contributed to raising awareness on 
ASD in Vietnam.  
I used unstructured observation techniques in participant observation. I focused on the settings of 
events and interactions between people. Writing a field note diary helped me document what I 
experienced in the field. I wrote up my field notes as soon as I could. As Liamputtong and Ezzy 
describe, ‘field notes contain not only passive account of the facts of an event, but also the active 
processes of sense-making, of the ethnographer’s feelings and interpretations of what they see and 
experience during the participant observation’ (2005 p.172). 
Participant observation allowed me to immerse myself in the studied community and understand 
ASD from an insider’s perspective in a variety of daily life situations and settings (Jorgensen 
1989). I attended many formal activities of the Hanoi Club, including seminars, events such as 
camping, celebration of the one year anniversary of launching the website tretuky.com, a Christmas 
party, and ‘Light it up blue’ night.7 I worked together with the Hanoi Club in the preparation and 
organising of a photovoice exhibition which developed from my research. This was an intensive 
collaboration. We had several meetings to discuss the purpose, scope, key messages, budgeting, 
                                                           
7
 ‘Light it up blue’ is a global initiative lighting landmarks blue to help raise awareness about autism. 
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logistics etc. I felt challenged myself between the roles of public health specialist, researcher and a 
member of the parent’s team. I also joined parents in many informal activities; for example, 
lunches, coffee, and birthday parties. In some activities, we had children joining, but many times 
the children were in school or at home with relatives. Photovoice and interview activities also 
helped me to visit frequently a parent-run school and various families.  
In addition to joining parents in many activities, I conducted observations at some schools attended 
by children with ASD. I visited a parent-run school once every two weeks for about three months. 
Besides activities with children who participated in photovoice, I spent time with other children, 
observed children in the school environment and chatted with teachers. I also visited two other 
parent-run schools in Hanoi in order to have a better understanding of this model. In addition to the 
parent-run school model, I visited three government schools, one of which was a mainstreaming 
school and the other two schools of which had special classes for children with disability and 
mainstreaming classes. At each mainstreaming and integrating school I stayed for three days. It 
helped me to observe children with ASD in classes and in the playground, and provided me with an 
opportunity to see how other children and teachers interacted with children with ASD. 
 I visited four clinics and centres providing assessment and interventions for children with ASD. I 
stayed in each clinic and centre from three to five days. Observations at clinics helped me 
understand the services available, the procedure of diagnosis, the communications and interactions 
between service providers and parents and children, and concerns regarding assessment and 
interventions. In a couple of clinics, with permission from service providers and clinic managers, I 
chatted with parents, and conducted interviews or group discussions with parents and care givers.   
I received great support from parents, children and service providers who allowed me to ‘invade’ 
their daily lives and work. However, I was also aware that I gained access to the community 
through gate-keepers (Liamputtong and Ezzy 2005, Hesse-Biber and Leavy 2006). In my case the 
gate-keepers were chị (sister) Nga, the person who had great influence on other parents, and chị 
Bình, who had long experience working in the fields of disability and ASD. Therefore, my sample 
does not represent the whole community of parents of children with ASD in Hanoi, and service 
providers. In addition, I recognised that my presence may have influenced the settings and 
behaviours of respondents (Liamputtong and Ezzy 2005). Therefore, I conducted my observation at 
clinics and schools in which I did not have strong relationships in the second half of my work, and 
tried to prolong my stay in school and clinics as long as I could. This helped respondents return to 
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their familiar behaviours (Fetterman 1998). In addition, I tried to approach other parents and clinics 
through various means.  
In order to have more understanding on assessment and diagnostic process, I conducted 
observations on assessment for children with ASD and team meetings at the paediatric hospital of 
Mater Hospital in Brisbane, once a week, from April to May 2013. I did not use my observation at 
Mater Hospital as data for my writing, but the experience at the hospital helped me to have more 
critical views in writing about assessment and diagnosis services in Hanoi.  
Photovoice 
Photovoice was conceptualised by Caroline Wang and Ann Burris (1997) as a method in which 
people use photography to ‘identify, represent, and enhance their community’ (p. 369). According 
to these authors, the three main goals of photovoice are ‘1) to enable research participants to record 
and reflect their community’s strengths and concerns, 2) to promote critical dialogue and 
knowledge through group discussion of photographs, and 3) to reach policy makers’ (p. 370). In 
this method, participants are given cameras so they can take photographs about their daily life and 
their communities. These photographs visually illustrate their lives and act as a catalyst for 
participants to share their thoughts and experiences. The authors suggest that as a participatory 
research tool photovoice provides a venue for participants to express themselves and allows them to 
be research collaborators. Moreover, this technique can be adapted for different research goals, 
issues and groups (Wang and Burris 1997). 
Since people with ASD have difficulty in communication (Frith 2008), visual support strategies and 
techniques are suggested as effective strategies in improving understanding and communication 
with people with ASD (Hodgdon 1995). Photovoice was employed in this study as a formative 
technique towards engaging children with ASD.  
For parents, photovoice supplemented interviews to help me learn about their lived experience. The 
photovoice project with parents lasted from mid-October 2011 to mid-February 2012, with five 
mothers and one father of children with ASD. The photovoice project with parents helped me to 
build trust with parents and informed my interviews and analysis. However, because of space 
limitation, I did not present analysis of visual data from photovoice with parents in this thesis. I 
used some photos to illustrate parents’ experiences of living with ASD only. Therefore, the process 
of doing photovoice with parents is described briefly in this methodology chapter. Instead, this 
section focuses on photovoice with children with ASD. 
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Recruitment: Children and parents participating in photovoice activities were recruited through the 
Hanoi Club and Niềm tin (Belief) school and other friends and networks. Initially, I sent two 
different information sheets – information for parents participating in the study, and information on 
photovoice activity of children with ASD – to parents. After I received informed consent from 
parents, I met the children, provided them information sheets on photovoice, and confirmed if they 
wanted to join. I had two versions of information sheets for children: one was written in simple 
language, and another one was modified with pictures to help children easily understand. These 
informed consents were modified from those of another UQ student doing research with children 
with ASD in Brisbane (see Appendix1 and 2). 
Originally my criteria for inclusion of children with ASD in the project were those who received 
the diagnosis of ASD from paediatricians or psychologists. However, as described in my 
introduction, because the diagnosis of ASD only began in 2001 in Vietnam, some children might 
never have been given a formal diagnosis of ASD by paediatricians, but the parents strongly 
believed that their children had ASD. Others did not seek formal diagnosis. Within this context, my 
sample included young people who received a formal diagnosis of ASD from paediatricians and 
those who did not have a formal diagnosis of ASD but were considered to have ASD and 
participated in intervention groups for children with ASD. Participants in this photovoice project 
included nine children8 aged from 10 to 17. Table 12 in Chapter 7 summarises demographic 
characteristics of the children participating in the photovoice project. 
Photovoice process  
Photovoice training was tailored to the participants. Two half-day informal seminars with parents 
on photovoice were given by one English expert9 on photovoice and myself in a mother’s house. In 
the meetings, we exchanged our expectations10, agreed on the purpose of the photovoice activity, 
discussed key principles of photovoice, ethical considerations, some simple techniques of using 
cameras, the plan for photovoice activity and reviewed the photos taken by mothers. After the 
                                                           
8
 I conducted photovoice training, and gave cameras to a total of 10 children. However, one boy withdrew very early 
since he had difficulties in motor skills as well as not being interested in taking photographs; therefore I did not include 
this boy in the final sample. 
9This man is a photographer, filmmaker, and educator. He has been living in Vietnam for more than 10 years and was 
involved in a number of photovoice projects, including photovoice projects with people with disability.  
10Parents wrote in cards their expectations and questions, then the researcher and expert of photovoice discussed and 
answered their expectation and questions. Parents’ expectations included: knowing a new method to help their children 
express their own views, their children can use cameras to express themselves, understand better their children, and the 
researcher and the expert could help their children to express themselves. With regard to the last expectation, the 
researcher explained that this was a pilot research project, and not a therapy model. Thus, in this research the 
researchers and parents would learn from the children through the process of working together. Parents’questions 
focused very much on the process and outcomes of this activity.  
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photovoice training, the parents took photos each fortnight on themes that were discussed in the 
meetings, and shared stories about their photos either in the group or individually with me. As a 
facilitator, I used the SHOWeD questions guide (Wang, Yi et al. 1998, Carnahan 2006) to prompt 
parents. This guide has a standard set of questions including ‘What do you See here? What’s really 
Happening here? How does this relate to Our lives? Why does this problem or this strength exist? 
What can we Do about this?’ However, I also encouraged parents to feel free to tell their stories and 
discuss amongst themselves.  
The photovoice project with children with ASD started two weeks later than that with the parents, 
which meant early November, and lasted until early March 2012. Every child was given a digital 
camera. It was a Canon A3200, which was recommended by the English photovoice expert. These 
cameras are simple, with minimal zoom, and good quality. I worked with a group of six children in 
Niềm tin school and worked individually with three other children. The children started 
participating in the photovoice activity at different times.  
There were informal training sessions on photovoice with children with ASD. At Niềm tin school, 
with support from some teachers, I gave a simple introduction about the cameras to the group of six 
children and let them take photos by themselves for about 20 minutes. Then, I talked with them 
about getting permission to take photos of other people and we practiced asking permission. I did 
the same with three other children who I met individually at home. Together with my presentation, 
I gave these children a handout with simple language and pictures (see Appendix 2). 
Asking consent to take photographs of other people was one of the most challenging aspects of 
conducting photovoice with children with ASD. Though we went through this issue at the 
introduction sessions, and further reinforced it when I sat with the children to view photos and 
when I saw that they took photos of other people, I witnessed that the children rarely asked for 
consent when taking photos of other people. Nevertheless, the children did not take many photos of 
people outside their family. In addition, the teachers at Niềm tin school asked oral consent from 
parents of other children at the school to allow the children participating in this project to take 
photos of their children for this research. We sought separate informed consent again to display 
such photographs at the later photovoice exhibition.  
Undertaking photovoice with children with ASD required a modification of the technique to suit 
their abilities, interests and practical considerations. I originally planned to have children choose 
themes and take their photographs by themes. However, in the end it worked better to let children 
take photos as guided by their interests. I found that the children preferred to take photographs 
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according to their own likes and interests. Thus, I was led by them and acknowledge that this did 
not follow strictly traditional photovoice technique (Wang and Burris 1997). My rationale was that 
collaborating with the children with ASD on their terms was likely to lead to the richest 
information and was also consistent with being authentic to collaborative research enquiry. 
With children in Niềm tin school, I attended the school once every two weeks on a day that fitted 
with the school schedule to download photos from cameras to my computer and talk with the 
children about their photos. In the first three meetings, two to four teachers were there each time to 
support me to work with the children. Only a few children would sit together to talk about their 
photos, and laughed when they saw some photos, such as the photos of their schoolmates or the 
photos of toys and advertisements. So I decided to ask children to choose photos that they wanted 
to print and printed them for the next meeting. Then the next meeting I brought printed photos to 
school and worked with the children to make their own albums. I gave the children their own 
photos, lots of craft materials for decoration and pens. While the children made their album, I asked 
them about their photos. Children were very engaged in this meeting, and I learned about their 
photos. However, in the next meeting the children became less interested in making their album, 
and because some children forgot to bring their cameras for me to download photos, they did not 
have photos to include. They also did not want to sit watching other children make their albums. 
Therefore, I decided not to work in groups. Instead, in subsequent meetings I worked with the 
children individually or in pairs, depending on their willingness.   
I met three other children, who were not in the same school with the others, to talk about their 
photographs individually at their homes. Sometimes, their mothers stayed, and sometimes they let 
me stay alone with the children. One boy I met every two or three weeks, since he stayed at home. I 
had to meet with the others in between their tight schedules. Both children studied full-time and 
they also studied after school, either tutoring at home and/or English and music classes. These three 
children had better language and communication skills than some of the other children. They could 
talk in more detail about their photos and sometimes surprised me when they told me about their 
photos.  
Some predictable accidents happened during the photovoice project with children. Two cameras 
were sent back to the camera shop to be fixed. I provided an exchange for one boy while we waited 
for the camera. However, one parent sent the camera given to her son to be fixed twice but did not 
tell me, so the boy did not have a camera for a while. One girl inadvertently deleted a number of 
her photos before I downloaded them.   
36 | P a g e  
 
When possible, I recorded photovoice meetings with children. However, some children were 
interested in my recorder, and they kept turning it on and off. Therefore, I did not use the recorder 
in a couple of meetings to avoid distracting the children. I took notes as soon as I could after 
meetings.  
I give further details of the photovoice with children with ASD in Chapter 7. A total of 2,142 
photographs were used for analysis, and a public exhibition of photographs from the project took 
place between March and May 2012.  
In-depth interviews 
Hesse-Biber and Leavy (2006 p. 119) wrote that in-depth interview involves ‘active asking and 
listening’ conversation between the researcher and the interviewee aiming to gain rich information 
on a specific topic from the interviewee’s perspective. Semi-structured guidelines were used during 
in-depth interviews. Almost all in-depth interviews were digitally recorded, except for that of one 
key informant. He preferred to have the interview as an informal conversation. I lost two recordings 
so relied on my notes of those interviews. In one case I met the respondent again to go through my 
written notes.    
In-depth interview with parents of children with ASD 
A total of 27 parents (21 mothers and six fathers) were recruited for in-depth interviews. The 
parents’ ages ranged from 28 to 56. Most parents were in their30s and 40s. They all were Kinh, the 
ethnic majority in Vietnam, accounting for 86% of people nationwide and 98.7% in Hanoi (GSO 
2010). One was Christian, and all the others were Buddhists. Most of parents had university 
education with only three having only secondary education. Their education level was therefore 
much higher than the overall population. Statistics from the Household Living Standards Survey 
2010 showed that, in urban areas, only 12.7% of the population aged 15 years old and over had 
college/university and higher degree education (GSO 2010b). Most of my respondents were middle 
class. 
Table 2: Demographic characteristics of the parents who participated in in-depth interviews 
No. Sex Age Education Occupation Living with 
parents 
No of living 
children 
1 Mother 39 College  Nurse No 2 
2 Father 51 Graduate University lecturer  No 2 
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No. Sex Age Education Occupation Living with 
parents 
No of living 
children 
3 Mother 38 University  Accountant Yes 2 
4 Mother 29 College Administrative 
staff 
Yes 1 
5 Mother 39 University Housewife No 2 
6 Mother  28 High school Tailor Yes 2 
7 Mother 38 Masters Medical doctor No 2 
8 Father 37 University Self-employed Yes 1 
9 Mother 43 High school Housewife No 2 
10 Father 48 University Self-employed No 2 
11 Mother 35 Masters Engineer Yes 2 
12 Mother 42 University Accountant No 2 
13 Mother 37  University Receptionist No 2 
14 Mother 39 Masters Researcher at 
university 
No 3 
15 Father 52 University Architect No 3 
16 Mother 44 University Housewife No 2 
17 Father  47 Doctorate Engineer No 2 
18 Mother 40 University Banking  Yes 2 
19 Mother 38 University Accountant No 2 
20 Mother 39 University Accountant No 2 
21 Mother 35 University Self-employed No 2 
22 Mother 28 College  Housewife Yes 1 
23 Mother 48 Masters University lecturer No 2 
24 Mother 56 High school Retired No 2 
25 Mother 41 Masters Self-employed No 3 
26 Father 44 University Self-employed No 3 
27 Mother 38 Masters Researcher No 2 
 
They are parents of 22 children with ASD. Table 3 summaries of children’s characteristics. 
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Table 3: Children’s characteristics 
Characteristics Number of 
children 
Characteristics Number of 
children 
Age Schooling 
Under 3 2 At home 3 
From 3–5 2 Public kindergarten 1 
6–9 5 Public mainstreaming primary school 4 
10–17 12 Private mainstreaming primary school 2 
Above 20 1 Integrating school 4 
Gender Private centres for children with 
special needs 
3 
Male 18 Parent-run school 5 
Female 4   
 
Parents for in-depth interviews were recruited through various means. During the process of 
recruiting parents for the photovoice activity at the beginning of this study, I also gained the 
consent of three other parents who wanted to participate in interviews only. I also tried to diversify 
participants through other channels. First, when I conducted observation at clinics, intervention 
centres and schools, I met some parents, explained my study and asked if they wanted to be 
contacted later. A couple of service providers at centres and schools also helped me contact parents. 
Second, a couple of my colleagues knew about my study and introduced their friends, relatives and 
clients to me. Last but not least, the photovoice exhibition in late March gave me an opportunity to 
meet a few more parents and I invited them to be interviewed. 
In-depth interviews with parents focused on their experience of having a child with ASD. These 
included their points of view towards ASD, their struggle in gaining a diagnosis, seeking services 
for their children, the stigma and discrimination that they and their children experienced, their 
coping with ASD, plans, hopes and suggestions. Among 21 mothers and six fathers, three couples 
were interviewed together. During my interviews with two mothers, two grandmothers came and 
joined the interviews for a while. Six mothers and one father were interviewed two times and four 
other mothers were interviewed three and four times. The rest were interviewed only once. 
Interviews with parents often took from one and half hours to two hours. Approximately two-thirds 
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of interviews with parents were conducted at their homes, one interview was conducted at a private 
room at a clinic, and the rest were held at cafes either near to their home or office. Since the 
majority of parents were working, interviews often took place at night, on weekends, or sometimes 
at lunchtime.  
In-depth interview with key informants 
I conducted interviews with 17 key informants. They included four managers at three intervention 
centres and one school having special classes for children with disabilities; four experts in 
assessment, diagnosis and intervention; four educators in special classes for children with 
disability, and at parent-run schools for children with ASD; three policy makers indifferent sectors, 
including health, education and social welfare; one international occupational therapist (OT) who 
had one year experience working on ASD in Vietnam; and one representative of a non-government 
organisation (NGO) working to support families with children with intellectual disabilities. Among 
them, five were men and 12 were women.  
In-depth interviews with key informants focused on medical, educational and political discourses 
on ASD and disability, services and policies available, and the barriers preventing children with 
ASD and their parents accessing services from service providers and policy makers’ perspectives. 
Semi-structured guidelines were modified to fit with the expertise and interests of key informants. 
Most key informants were interviewed one time, and for between one to one and a half hours. 
Three key informants were interviewed twice. Most interviews with key informants were conducted 
at their work places, except one key informant was interviewed at her home.      
Informal interviews and group discussions 
As Fetterman points out, ‘informal interviews offer the most natural situations or formats for data 
collection and analysis’ (1998 p.39). Informal interviews came from casual conversations between 
me and participants in the course of conducting participation observation. They included my 
conversations with grandmothers sitting in clinics or visiting schools, chats with teachers and 
parents and even talks with people who were curious when they saw children with ASD playing in 
public areas.  
In addition to individual conversations, three informal group discussions were held with care givers 
who were waiting for their children at clinics. I did not record two group discussions, but took notes 
with their consent. The third group discussion was recorded with informed consent. A total of 22 
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people participated in these three group discussions. Among them, there were 11 mothers, five 
fathers, four grandmothers, one grandfather and one house helper. 
Online survey with parents 
An online survey was included at the suggestion of the Hanoi Club to provide quantitative data for 
their efforts in public education and advocacy. The online survey was carried out over one month 
from mid-August to mid-September 2012. This online survey was firstly piloted with six parents, 
and then the final version was posted in www.monkeysurvey.com. Advertisement of the survey 
was circulated widely in tretuky.com, vuicungcon.com (two websites of parents of children with 
ASD), Facebook and email lists. In addition, leaflets of the survey were printed and distributed at a 
number of clinics for children with ASD. This survey got a total of 203 responses; however, only 
125 questionnaires were completed and included in analysis. The questionnaire is attached as 
Appendix 3.  
Amongst 125 parents completing the online questionnaire, three-quarters were women. 
Respondents were on average 34 years of age (ages ranged from 24 to 51). Most respondents 
(74.2%) identified as no religion, and about one-fifth identified as Buddhist; 94.4% of respondents 
were married; and the majority (74.4%) had university or higher degrees of education. Most parents 
worked full-time (80.8%), and lived in urban districts of Hanoi. The majority of parents had either 
one (37.6%) or two children (55.2%), and almost all of them had one child with ASD. The 
following table presents the background information of parents who participated in this online 
survey. 
Table 4: Background of parents who participated in online survey (N=125) 
Background information Number Percentage (%) 
Sex Male 30 24 
Female 95 76 
Religion Buddhist 26 20.8 
Catholic 6 4.8 
No religion 92 73.6 
Others 1 0.8 
Marital status Single 2 1.6 
Married 118 94.4 
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Background information Number Percentage (%) 
Separated or divorced 4 3.2 
Widowed 1 0.8 
Highest level of 
education 
Secondary school or lower 2 1.6 
High school 11 8.8 
College 19 15.2 
University or higher 93 74.4 
Employment Full-time 101 80.8 
Part-time 12 9.6 
Not working 12 9.6 
Residency In an urban district 90 72 
In a rural district 35 28 
Family income per 
month 
(VND) 
(Approximately 
20,000 VND is 
equivalent to 1 
AUD) 
Less than 3,000,000  9 9.2 
3,000,000–5,000,000 35 28.0 
6,000,000–10,000,000  36 28.8 
11,000,000–15,000,000 20 16 
16,000,000–20,000,000 7 5.6 
21,000,000–25,000,000 7 5.6 
More than 25,000,000 5 4 
Don’t want to answer 6 4.8 
Number of children 1 47 37.6 
2 69 55.2 
3 9 7.2 
Number of children 
having autism 
1 123 98.4 
2 2 1.6 
Collecting secondary data 
In order to have a broader view on the social construction of ASD in Hanoi, I also collected some 
secondary data. Sources included leaflets on ASD in clinics, intervention centres, schools that I 
visited or that were distributed at events organised by the Hanoi Club, books and written materials 
on ASD either at book stores or at clinics, and media and online discussions in tretuky.com that 
were relevant to my research questions.  
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Ethical issues 
This study was approved by two Ethics Clearance committees: the Ethical Clearance Committee of 
the University of Queensland (approval number 2011000900) and the Internal Review Board at the 
Center for Creative Initiatives in Health and Population (CCIHP), a research organisation in Hanoi. 
All participants participated voluntarily and with consent. Parents and key informants participated 
in photovoice and in-depth interviews with written informed consent. Consent for participation of 
children with ASD in the photovoice project was sought both from the children with ASD and from 
their parents/guardians on their behalf through a written consent form. A separate informed consent 
for the photovoice exhibition was also sought from parents and children. Additional verbal 
informed consent was obtained for photos (which show children’s faces) presented in this thesis.  
Confidentiality was ensured throughout the research with the exception of the photovoice 
exhibition. Names of interviewees were coded on records and transcriptions. No partial or full 
names of interviewees would appear on the tapes, transcriptions and study report. Information of 
the interviewees, photos, audio files and transcripts were kept confidentially in a password 
protected computer folder. All printed materials were kept in locked cabinets. People who were 
hired to transcribe interview records signed an agreement, which stated that they would keep 
information confidential and erase immediately all audio files and transcripts after sending the 
transcripts to the researcher. Pseudonyms are used throughout all publications and materials 
produced.  
However, my sample included a couple of mothers who had been very active in public education 
and advocacy for ASD, and their stories had already appeared in the media when I collected 
secondary data. Concerned that their identity would be recognised by others who work in the field 
of ASD, I discussed this individually with the parents and asked if they wanted to change their 
stories, or change their identity. They said that when they shared their stories in the media, and 
participated in this study, they wanted more people to have a better understanding of the condition. 
Thus, they did not mind being recognised by others.  
In addition, the photovoice exhibition at the end of the photovoice project disclosed the identities of 
some children with their parents’ consent. Some children and their parents chose to show their own 
portraits. Some other parents agreed to display the photos of their children which were taken by 
their peers. Most children and parents decided to have their real names on the photos. One girl 
chose to use her nickname.    
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All participants participating in in-depth interviews and the photovoice project were given some 
small gifts, such as shampoo, albums, books and toys. In some cases, such as attending repeated 
meetings of photovoice or interviews, the research also covered the cost of transportation from and 
to the participant’s home. 
My positions 
Throughout this study I was multiply rendered as a student, a researcher, a volunteer, and a public 
health specialist. In addition, I also mentioned on the information sheet for participants that I had 
trained at Hanoi Medical University. The variability in how I was received by respondents 
depended on the context in which I met them. Those parents who met me in an informal context 
such as at a parents’ meeting or event, and senior professionals, often took my role as a student. 
However, since I studied abroad, trained in medicine and I was senior in both age and professional 
background, some service providers at private clinics that I visited regarded me as a researcher and 
an expert. Though I introduced myself as a student and emphasised that I was very new in the field 
of ASD, they came to ask me questions on ASD. Some parents who met me within formal contexts, 
such as at clinics, agreed to meet me since they hoped that I might give them advice. However, I 
did not offer clinical advice.  
I also experienced the tension between researcher who informed by social constructionist theories 
and public health specialist with medical background training. I had desire to explicate the socio-
cultural construction of the diagnosis, to understand the process from different perspectives of 
respondents. One the other hand, as a public health specialist, I also want to help evaluate the 
current local practices from international standards of definition and care for what is presumed to 
be similar biological manifestations. Thus I referred to and made some comparisons of local 
practices with international recommendations to help service providers and public health 
professionals to have more critical views on the local practices and as means of sharing my 
research with them.  
My role as volunteer for translation enhanced my rapport with parents and provided an opportunity 
for reciprocity. I met a group of 16 parents and teachers every week and I was helpful to them. A 
couple of parents and teachers in this group later joined in-depth interviews with me once they 
understood better my role as a student eager to learn about their experience. One teacher one day 
came to me and said, ‘If you need me to help you in your research, please let me know. I would be 
happy to help you as you helped us’. 
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In the last four months of my field trip, when I worked with the Hanoi Club to prepare the 
photovoice exhibition and a short film on children with ASD, my positions were extremely mixed. 
On the one hand, I continued to do interviews and participant observation as a student and 
researcher. On the other hand, I negotiated with the parents as a public health specialist to prepare 
for a public awareness event. I took the active role in coordinating linkages with different people. 
My organisation sponsored for this event; therefore, our relationship was as a partnership between 
organisations. At times my roles conflicted. As a researcher I felt I should not intervene with 
respondents; however, as a public health specialist, I had a responsibility to educate the public with 
correct information. For example, the parents used the term ‘bệnh tự kỷ’, which meant autistic 
disease. I negotiated with them to change this term to rối loạn phổ tự kỷ, which means autistic 
spectrum disorders. I negotiated it, since as will be discussed later in this thesis, there is a popular 
misunderstanding in Hanoi that ASD is a physical disease and curable. Nevertheless, I respected 
the contribution and decisions of parents. After our discussions, an English OT and I drafted 
messages and materials related to the exhibition, and parents edited and approved the final 
products. I remember that when we wrote that ‘as a child with autism, I will live with this condition 
for the rest of my life’, the parents changed the text to ‘as a child with autism, I may live with this 
condition for the rest of my life’. We kept the latter version, since it was what parents believed and 
hoped. In addition, when one parent refused to widely distribute the short film on sensory 
behaviours of the children which we produced as a part of the exhibition, I was very upset, since I 
thought this film would benefit other parents and the general population. However, after consulting 
with my advisors, I accepted it and hoped that with time the stigma toward ASD would be lessened, 
and that parents would later become less concerned about how others might understand their 
children’s behaviours and so be willing to disseminate the film. 
In addition to my professional positions mentioned above, I am a married woman with two little 
boys, six and eight years old. As a mother, I could exchange lots of common issues with other 
parents regarding caring for children, education, joys and frustrations. My family members also 
interacted with my respondents. My older son came with me to visit a school of children with ASD 
one morning, and the teachers and one child there still remembered his name and asked about him 
several months later when they talked with me. He spoke in some scenes of the film and helped to 
write labels for some photos. My husband sometimes accompanied me visiting Friend’s Café (the 
Café run by the parents and children with ASD), or some of the families.  
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Analysis 
I used a combination of techniques to analyse data in this study. For textual data, I used qualitative 
data analytic methods utilising an interactive thematic analysis approach which ‘entails identifying 
themes in data’ and is the interactive process of moving between collecting data and interpreting 
data (Hansen 2006 p. 139). Textual data include in-depth interviews, group and individual 
meetings, observation notes, field notes, and secondary data. The NVivo 10 software (QSR 2013) 
was used for management of textual analysis. For the visual data produced by the photovoice 
activity with children with ASD, I undertook content analysis of photographs (Bell 2001); more 
contextualised analysis (Collier 2001) drew upon my interviews, discussions with children when 
possible, and participation and observations were also undertaken. Analysis of visual data with 
children with ASD will be discussed fully in Chapter 7.  Data from online survey with parents were 
analysed by SPSS 16. 
Four people who had experience in transcribing research materials were hired to transcribe 
interview audio files into Word files in Vietnamese. Transcribers were requested to sign and follow 
strictly the agreement between them and me, which required privacy and confidentiality 
commitments. The audio files were transcribed verbatim and with all non-conversational 
expressions (such as silence, laughter, or crying). I verified these transcripts to ensure the accuracy 
of information before coding. I also personally transcribed some audio files. Transcribing was 
carried out right after first interviews and throughout my fieldwork.  
I used thematic analysis (Miles and Huberman 1994, Liamputtong and Ezzy 2005) in coding and 
analysis of verbatim transcripts and notes. I firstly read through a couple of transcripts and 
fieldnotes, and conducted open coding. I read the texts line by line and assigned a label that 
describes what it represented. Through reading texts, and by constant comparison, similar 
phenomena will be given the same code name. The codes included descriptive codes that identify 
and summarise the content of a segment of the text and pattern codes (inferential and explanatory 
codes) that identify themes, patterns, or constructs from the data. Based on open coding and 
research questions, I developed a codebook. Three transcripts were translated into English and I 
sent these transcripts to my advisors. Two advisors individually conducted open coding, and we 
worked together to compare our codes, and revised the codebook. Then, three Vietnamese 
researchers in one research institute were hired to conduct coding. These researchers received a half 
day training on coding and the codebook, then conducted coding for almost all in-depth interviews 
with parents and key informants. I conducted coding on field notes, observations, and group 
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discussions. Besides analysing data by themes, I also analysed data by case and tried to interpret 
how narratives are communicated in certain ways.  
Some limitations 
I had difficulty in recruiting parents from lower socio-economic backgrounds and parents whose 
children did not access any services. This was due to the fact that I conducted this study through the 
Hanoi Club, an informal network. Although their website has more than 1,000 members, only a 
small group of parents actively participate in Hanoi Club activities. I did not advertise my research 
widely; instead, Mrs Nga gave me opportunities to meet parents and those parents were often active 
members and had quite similar middle class backgrounds. Second, parents who were introduced by 
my colleagues and friends also had similar middle class backgrounds. I tried to reach other parents 
at clinics and schools. However, my stay at clinics was not long enough to build trust with the 
parents who waited there. Thus, many parents refused to be formally interviewed, and those who 
agreed tended to have a high level of education. 
Recruiting men was another challenge for me. A number of fathers responded to me that they did 
not know much about this health condition and their wives knew more than them, so I needed to 
talk with their wives. I remembered I traced one man for several weeks. After giving him the 
information sheet on my research, I kept asking him if he would like to participate. He kept saying 
that he would think about it, and then he told me that his wife had agreed to talk with me. I told him 
that since I would like to learn from a father’s experience, it would be very helpful for me to have a 
talk with him too. He scheduled and rescheduled, and then he finally told me that I could meet him 
and his wife on a weekend. Half an hour before the appointment, I called him again and confirmed 
the appointment. When I came to his apartment, only his wife, her mother and the children were at 
home. His wife told me that her husband told her that he went out for a few minutes and would 
come back home to talk with me. We waited for a while and his wife tried to call him but he did not 
answer the phone. Thus, I had a two-hour interview with his wife only. A few days later when I 
saw him again, he smiled and told me that taking care of children and ASD was women’s talk. I 
will discuss these issues of gender relations further in the thesis. 
In Vietnam, grandparents may play a significant role in taking care of children and family issues; 
however, I could not conduct separate interviews with grandparents. The most important issue was 
that I did not have enough time to build trust in order to expand my connections to grandparents. 
With the parents with whom I had good relationships, their parents either passed away or lived far 
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away. Some grandparents were happy to meet me, but we could not arrange a time because of time 
constraints. Therefore, the opinions of grandparents in this study came from my focus group 
discussions with caregivers at clinics, my informal interviews with them when I encountered 
grandparents at schools or at clinics, and two interviews with both mothers and grandmothers.   
Last but not least, I was still a typical adult when I worked with the children, and I found that the 
power relationship between the children and me was not diluted. In the culture of Vietnam, it is 
impossible for children to call me by name without the proper pronoun, which in this case was cô. 
Cô means a woman younger than their parents. It also means ‘teacher’. I did not know with which 
role the children viewed me, since they were informed by their teachers and parents that I came to 
see them to teach them to use cameras.  
To summarise, this study employed a wide range of methods, including photovoice, participant 
observation, in-depth interview, self-administered questionnaire, online survey and analysing 
secondary data. Triangulation was applied in this study via various methods, sources, and data 
types. It helps enhance the internal validity of findings (Miles and Huberman 1994, Meijer, Verloop 
et al. 2002). Thus, I have applied both traditional ethnographic techniques and experimented with 
innovative methods such as the application of photovoice to facilitate the participation of children 
with ASD. The resulting thesis demonstrates the potential of anthropological methods to enrich our 
understandings and as means of empowerment and advocacy.  
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Chapter 4: Assessment and diagnosis of ASD in Hanoi 
Good assessment and accurate diagnosis of ASD are crucial to understanding and supporting 
children to access appropriate interventions, and thereby improving long-term educational 
outcomes. Assessment also facilitates families to learn more about their children’s difficulties in 
order to better cope with this condition (CCWD 2001, Perry and Condillac 2002, Shattuck and 
Grosse 2007). However, to date, there is no single biological test or marker to determine ASD, so 
assessment relies on a process of observational evaluation of behaviours and history-taking 
(Filipek, Accardo et al. 2000, Wilkinson 2010, Volkmar, Siegel et al. 2014). Therefore, the 
assessment and diagnosis of this condition still presents numerous challenges regarding: (1) the 
application of diagnostic criteria through observation, (2) the use of standardised diagnostic 
checklists, and other assessment tools, and (3) the various guidelines and assessment procedures, 
which all contribute to inconsistency regarding diagnostic assessment and interpretation of results 
(Goldstein and Ozonoff 2009). The capacity of service providers and service systems, and care-
management policies relating to the diagnostic labels, influence the diagnosis (Filipek, Accardo et 
al. 1999, Skellern, Schluter et al. 2005, Shattuck and Grosse 2007).  
A number of scholars are using a‘sociology of diagnosis’ conceptual framework to analyse the 
diagnosis of a health condition (Jutel 2009, Brown, Lyson et al. 2011). These authors explain that 
diagnosis is not a classification tool in medicine determined by medical professionals only, instead, 
it is shaped by the larger social structure and various cultural and social factors. In her review Jutel 
(2009) suggests that even though medical authority still greatly influences the labelling and 
legitimising of a sickness or a deviant behaviour, a number of social forces influence the clinical 
process of diagnosis. These forces include but are not limited to: the power structure of medicine, 
medicalisation, technology, medical, social and cultural concepts of symptoms and diseases/health 
condition, access to information/ knowledge, the doctor-client relationship, and policies toward the 
health condition. Understanding the process of diagnosis also help us to better understand the 
medical, social and political structures and agents engaged in diagnosis, the lay experience of the 
illness, and the tensions in diagnosis including the tensions between lay people and professionals, 
health providers and policy makers, as well as the positive and negative outcomes of a diagnosis 
label (Jutel 2009). 
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This chapter firstly presents best practices in assessment and diagnosis of ASD in developed 
countries. Challenges and concerns encountered during assessment and diagnosis will also be 
discussed. This will provide both a basic clinical and contextual background to the issue. Then, the 
chapter provides a brief history of assessment and diagnostic services in Hanoi in the late 1900s 
and 2000s. In the later sections of this chapter, I describe the current practices in the assessment and 
diagnosis of ASD in Hanoi and respondents’ concerns on these practices. In these sections, in 
addition to my analysis of the clinical process of assessment and diagnosis, I also discuss some 
social factors and the dynamic interactions between parents, professionals and the health system 
that contribute to shape the diagnosis label and tensions. 
Assessment and diagnosis of ASD in developed countries 
Although assessment of ASD is performed variously (Goldstein and Ozonoff 2009), there is 
increasing consensus among professionals about what constitutes best practices for comprehensive 
assessments (Ozonoff, Goodlin-Jones et al. 2005, Shattuck and Grosse 2007, Wilkinson 2010). The 
purposes for carrying out an assessment include: (1) to obtain or clarify an initial diagnosis, (2) to 
provide useful information for planning effective interventions, (3) to document diagnostic status 
necessary for access to services or funding, and (4)to collect data for progress evaluation (Filipek, 
Accardo et al. 1999, Shriver, Allen et al. 1999, Perry and Condillac 2002). An interdisciplinary 
approach is highly preferred for assessment and evaluation for children with ASD, not only for 
diagnosis, but also for intervention planning. In addition, scholars also highlight the importance of 
respecting the parents’ concerns and providing them with feedback. Wilkinson (2010) listed 
guiding principles for the assessment and evaluation processes required for children with ASD: 
• Children who screen positive/who are at risk for ASD should be referred for a 
comprehensive assessment. 
• Assessment should involve careful attention to the signs and symptoms consistent with 
ASD as well as other coexisting childhood disorders. 
• A review of child’s developmental history in areas such as speech, communication, 
social and play skills is an important first step in the assessment process. 
• A family medical history and review of psychosocial factors that may play a role in the 
child’s development is a significant component of the assessment process. 
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• The integration of information from multiple sources will strengthen the reliability of 
assessment results. 
• Assessment procedures should be designed to assist in the development of instructional 
objectives and early intervention strategies. 
(Wilkinson 2010 page 51) 
 
In their review for the American Academic of Neurology and Child Neurology Society on the 
diagnosis of ASD, Filipek et al. (2000) recommend an evidence-based procedure for screening and 
diagnosis. This procedure is considered the standard and is widely used among professionals (Perry 
and Condillac 2002). This parameter has two levels: level 1 – screening; and level 2 – diagnosis 
and evaluation. The purpose of assessment in level 1 is to identify at-risk children. Assessments at 
level 2 have the purposes of providing a diagnosis followed by planning intervention. The 
following summarises the procedure (Filipek, Accardo et al. 1999, 2000): 
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Figure 3: Recommended assessment procedure 
Level 1: Routine developmental surveillance 
(by all providers at every well-child visit) 
Fail      Pass 
 
      
Level 1 laboratory investigation 
Formal audiological assessment 
Lead screen if pica present 
 
Specifically screen for autism 
E.g. CHAT, MCHAT, autism screening 
questionnaire 
 
Fail       Pass 
 
Level 2: Diagnosis and evaluation of autism 
(by professionals having specific expertise in evaluation and 
treatment of autism) 
Formal diagnostic procedures: 
Interview instruments: GARS, PIA, PDDST– stage 3, ADI-R  
Observation instruments: CARS,  ADOS 
Expanded medical and neurological evaluation 
Specific evaluations to determine developmental profile 
Expanded laboratory evaluation only if indicated 
 
At level 1: When children come to clinics for well-child visits, such as immunisation, from infancy 
through school-age, or when parents and/or caregivers have concerns about children’s social 
acceptance, learning or behaviour, children are screened on development. Developmental screening 
instruments include the Denver Developmental Screening Test (DDST- Frankenburg and Dodds 
Refer to early 
intervention  
and 
proceed to level 2 
 
Rescreen at next visit 
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1967), or the Ages and Stages Questionnaires® (ASQ® -  Squires, Bricker et al. 1999). If children 
do not pass routine developmental surveillance, children will be screened specifically for autism. 
Tools such as the Checklist for Autism in Toddlers (CHAT -  Baron-Cohen, Allen et al. 1992), 
Modified Checklist for Autism in Toddlers (M-CHAT™  Robins, Fein et al. 2001), Pervasive 
Developmental Disorders Screening Test–Stage 1 and Autism Screening Questionnaire are some 
examples of various instruments for autism screening (Filipek, Accardo et al. 1999, Baird, Charman 
et al. 2001). In this level, laboratory investigations, such as audiology hearing evaluation, are 
recommended for children with developmental delays (Filipek, Accardo et al. 1999, Filipek, 
Accardo et al. 2000). Children who are not found to be at risk for autism are referred to early 
intervention (for children less than 36 months of age) or the local school district (for children age 
36 months and older).  
At level 2: While screening assessment at level 1 can be performed by any providers, it is 
recommended that assessments for diagnosis and intervention at level 2 should be performed only 
by professionals who have expertise in evaluation and intervention for individuals with ASD, and 
requires a multidisciplinary approach (Filipek, Accardo et al. 1999). Experienced clinicians (often 
paediatricians/child psychiatrists) make the diagnosis based on their clinical judgment which is 
aided by diagnostic guides such as DSM-IV11, ICD-10, and results of assessments (Filipek, 
Accardo et al. 1999). Assessment instruments at this level include both diagnostic parental 
interviews and diagnostic observation instruments. There are a number of diagnostic parental 
interviews/questionnaires, including the Gilliam Autism Rating Scale (GARS - Gilliam 1995), the 
Parent Interview for Autism (PIA - Stone and Hogan 1993), and the Autism Diagnostic Interview-
Revised (ADI-R - Lord, Rutter et al. 1994).  Diagnostic observation instruments include the 
Childhood Autism Rating Scale (CARS - Schopler, Reichler et al. 1980, Schopler, Reichler et al. 
1988), the Autism Diagnostic Observation Schedule-Generic (ADOS-G Lord, Risi et al. 2000). At 
this level, paediatricians also conduct general physical check-ups and request laboratory 
investigations to identify any overriding medical aetiology and coexisting health problems. 
Laboratory investigations include genetic testings (e.g. DNA analysis for FraX in case mental 
retardation is presented, or cannot be excluded), selective metabolic testings (e.g. in cases of early 
seizures, or cyclic vomiting), and neuroimaging if epilepsy or other conditions are indicated (e.g. 
MRI, CT). In addition, the paediatricians also refer children to professionals of other disciplines for 
further consultation for diagnosis, and especially for evaluation and monitoring of autism (Filipek, 
Accardo et al. 2000, Volkmar, Siegel et al. 2014).  
                                                           
11Now they might use DSM-5 since DSM-5 was released in May 2013. 
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Professionals involved in multi-disciplinary team assessments include paediatricians, psychologists, 
speech-language pathologists, occupational therapists, physical therapists, audiologists, 
neurologists, and educators (Filipek, Accardo et al. 2000, Silove, Blackmore et al. 2008). These 
professionals work together to determine whether a child fits the diagnostic criteria for ASD. They 
also conduct specific assessments to evaluate child skills/functions. These can assist with 
developing intervention priorities. For example, speech pathologists assess speech and 
language/communication skills; occupational therapists evaluate motor play, sensory and self-care 
difficulties; and psychologists identify cognition and adaptive functioning issues and strengths 
(Silove, Blackmore et al. 2008, Volkmar, Siegel et al. 2014).  
Snapshot history of services for children with ASD in Hanoi 
It is beyond the scope of this study to describe a detailed history of assessment and diagnostic 
services for ASD in Hanoi; however, in this section I will provide a brief historical background of 
how ASD has been diagnosed in Hanoi. 
Though no specific documents could be located recording when the first case of ASD was 
diagnosed in Hanoi, key informants in the health system and parents confirmed that the NHP 
started to provide the diagnosis of ASD in the late 1990s. The following quotation is from the 
recollection of a doctor of the NHP. This recollection reflected that tự kỷ was a new concept for 
doctors at this public hospital in the early 1990s, and there have been significant changes in 
assessment and diagnosis of ASD in Hanoi in the last two decades.  
The first case of tự kỷ (autism) was a boy. This patient came back from abroad. I did not 
remember when exactly, but it was about middle of the 1990s. In his family, his mother was 
kind of busy with a trading business, she often left him at home with a helper and did not 
have time to care about him. At first we thought he lacked mother–child relationship and 
language conflict. We thought they were the main reasons [for his condition]. At that time 
there were almost no materials on autism in Vietnamese, only a very few.  I was very 
concerned with this case. We had some consultations with doctors of our department, and 
later with foreign doctors. We were not sure since we did not have experience with this 
condition. The mother did not totally trust us, so she wanted to invite a foreign expert to be 
involved. We had consultations with psychiatrists from France and Holland, and agreed this 
case was autistic. At that time, the word ‘tự kỷ’ existed, and we followed the ICD-10, 1992. 
However, it was confusing at that time. We often misdiagnosed ASD with intellectual 
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delay, mental developmental delay. It was about 4–5 or 10 cases were diagnosed each year. 
Since year 2000 we have felt more confident with our diagnoses. Since 2005 the number of 
children diagnosed has increased very fast. (Dr Ngọc) 
A mother of an autistic boy, who was born in 1991, showed me her son’s medical records.12 I found 
that this boy had a great deal of difficulties, including language delay, communication, behaviour 
and sensory issues. He encountered several examinations with various diagnoses, such as chậm 
phát triển ngôn ngữ (language delay, in 1994), thoái triển ngôn ngữ của động kinh (loss of speech 
development (results from) epilepsy in 1995), thiểu năng trí tuệ (intellectual retardation, in 1994) 
and was sent to have medication at a psychiatric hospital. In his medical record at the Psychiatry 
Department in April 1998, this boy at aged seven years was diagnosed with Tự kỷ sớm ở trẻ em 
(childhood autism). His mother, Tuyết, talked in tears: 
My boy was the second child diagnosed as autistic at NHP. I took my boy to be examined 
several times, but we did not know what his condition was […] Doctors [in hospital] 
prescribed him tranquillizers, and later on I realised that he was an experiment of the 
psychiatry hospital…It should have had a committee to make decisions about which 
medicine, what kind of intervention that children with autism should have. We felt terribly 
sorry (cries). When my son was in an early intervention program in the years 1998–2000, 
they did not know what it was. They did not say anything about autism and still gave them 
(children so diagnosed) medication. (Tuyết, mother, 56 years old) 
Several parents recalled that in the late 1990s and early 2000s they experienced lengthy delays in 
obtaining an assessment for their children, their children were frequently misdiagnosed and 
professionals often did not listen to parents’ concerns. Lan, whose boy was born in 1999, told about 
her long journey of seeking diagnosis for her son: 
Minh was born in 1999. I recognised that he was not like other children since he was eight, 
nine months old. Since my neighbour had a child of similar age to Minh, I could make a 
comparison. He did not show his happiness when mom came back home, but at that time I 
thought he was delayed… When the other child started walking, speaking, Minh did not. I 
was so concerned about him but I did not take him to have a check-up yet, since other 
                                                           
12In Vietnam, patients visiting health facilities for medical check-ups normally are required to have sổ y bạ (medical 
record), which is easy to buy at reception of health facilites. Doctors write down briefly symptoms, their 
diagnoses/conclusions and treatments if possible into sổ y bạ and give it back to patients with other medical test results 
if available. Patients keep sổ y bạand medical test results for future visits, or they can use new sổ y bạ. 
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people said he was speech delayed only. When he was 16 months of age, I took him to an 
ear nose and throat (ENT) (otorhinolaryngology) [department] for the first examination 
because he had not spoken. They said my son was fine, he was too young for now, just take 
him back home and keep track of him, try to help him to play and to communicate. When he 
was 20 months old, I took him back to the NHP for the second examination. This time, the 
doctor did a diagnostic test. He used the small bell, rang the bell behind my son’s back. My 
little son recognised and turned back. The doctor said there was nothing wrong with his 
ears. He was not deaf; he was slow in language development. The doctor suggested me to 
take my child to kindergarten and spend more time to talk with him. We tried to play with 
him, but he was not interested. And at that time, his disease became more severe, he had 
several behavioural problems, such as not eating anything at all, not sleeping at night, and if 
he felt angry or disagreed with me, he would cry or he suddenly did the head-first thing on 
the floor... Tired, frustrated, worried all the time [...] Three months later, my child turned 
two years old and I brought him back to the NHP. The doctor rang a small bell to test him 
again; this time he did not turn back nor have any response after hearing the ring bell. The 
doctor said my son was congenitally deaf and I needed to bring him to Institute of 
Traditional Medicine for acupuncture. I did not believe him so I also brought my child to 
the ENT hospital for examination again. However, to be careful, I still got a hearing aid for 
my son and went to School for the Deaf asking about my son’s entry […]. Once again, I 
brought Minh to the ENT hospital to be examined. There was an old woman and a young 
staff member. The old doctor beat two things behind. Minh did not turn back and then the 
doctor claimed my child was deaf.  The young staff member said she observed my son’s 
eyes kept blinking when the doctor made noise. She said ‘this child might not be deaf, he 
might be autistic’. The old lady said deaf for sure. My family and I still could not believe 
this. I kept in my mind the term ‘tự kỷ,’ as the young staff worker had said. I didn’t know 
what autism meant. I went to Trang Thi bookstore, come to the corner with medicine books; 
I looked for ‘tự kỷ’ in the table of contents of books. I searched the word ‘tự kỷ’ in every 
medical book. Luckily, I found autism in an encyclopaedia of child diseases. I bought this 
book and, when I was back home, I realised my son had all the autism symptoms listed in 
the book. I was sure that my child has autism. So after a short period time of researching, I 
started getting to know about autism. I brought my son to the Psychiatry Department in the 
NHP. The doctor asked me why I brought my son to the department. I told him that I 
thought Minh might have autism. He said, who told you your son has autism? I replied no 
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one actually told me, I read in the medical book, I found my son having all the autism 
symptoms so I doubted. He sent my son for psychological tests, and my son then was 
diagnosed tự kỷ. (Lan, mother, 40 years old, housewife) 
Lan’s long journey was similar to many other parents’ stories of struggling for assessment and 
diagnosis of ASD for their children in the late 1990s and early 2000s. The older their children were, 
the more likely they were to have received a series of misdiagnoses prior to obtaining an accurate 
diagnosis. Some parents felt tired with the unpleasant long journeys of seeking for diagnosis, and 
decided not to seek a formal diagnosis. In this study, there were a number of children who did not 
get an official diagnosis of ASD from professionals in Hanoi, but their parents believed that the 
children had been misdiagnosed and were autistic. For example, three boys among the nine 
teenagers who participated in the photovoice project, and a couple of children of parents 
participating in the interview only, had not yet been formally diagnosed with ASD by Vietnamese 
professionals. Two of these children received a formal diagnosis of ASD from international experts 
when the experts visited Hanoi (either for capacity-building activities for parents and professionals 
or when conducting intervention programs). In some other cases, parents strongly believed that 
their children had ASD since they witnessed that their child’s condition had been significantly 
improved through intervention programs for children with ASD.  
In this period of time, tự kỷ was a new term not only for lay people, but also for health providers. 
Hanoi Medical University first introduced ASD into the training curriculum for paediatricians in 
2004. The topic covered background knowledge on ASD, including definition, epidemiology, 
signs, diagnosis criteria of DSM-IV, and intervention suggestions (An 2011). A doctor working at 
the Rehabilitation Department, one of two departments that provided assessment for children with 
ASD at the NHP, said that until 1998 the department officially carried out assessment and 
interventions for children with ASD. However, the number of cases diagnosed with ASD was very 
limited, with only a few cases a year identified which were considered very typically ‘autistic’.  
At the NHP, two departments, the Rehabilitation Department (khoa phục hồi chức năng), and the 
Psychiatry Department (khoa tâm bệnh), have been providing assessment and intervention services 
for children with ASD. An Autism Unit (đơn vị tự kỷ) was established in 2008 and belonged to the 
Psychiatry Department. This unit was responsible for activities relating to ASD, including health 
education, assessment, intervention and outreach (Khoa tâm thần 2012). Costs for diagnosis and 
intervention at public health facilities are largely subsidised by the government. 
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The number of children diagnosed with ASD has increased dramatically in Vietnam since the late 
2000s. Research undertaken within the Rehabilitation Department showed that the number of 
children who were diagnosed with tự kỷ in 2007 increased 50 times to that in 2000 (Giang and Hà 
2008). According to the Psychiatry Department, the number of children who were diagnosed either 
as having tự kỷ or ‘speech delay with signs of tự kỷ’ in 2008, 2009, 2010 and 2011 respectively 
were 450, 950, 1,792 (Minh 2011) and 1,968 (Khoa tâm thần 2012).  
In addition to assessment and intervention services at public health facilities, there are some 
intervention centres at major universities providing special education. These centres belong to the 
universities but operate by self finance on a fee-for-service basis. Parents pay for intervention 
services at these centres. In the last five year, there has been a growth in the number of private 
facilities providing assessment and intervention services for young children with ASD. These 
facilities also are self-financed and often established by retired or private professionals in medicine, 
psychology or special education. There are three parent-run groups/schools for children with ASD 
in Hanoi. Parents establish these groups, recruit and train staff themselves. The government has not 
yet provided any support for parent-run groups, nor does it have specific guidelines to support 
children with ASD. More detail about these centres will be described in chapter 6. 
In summary, 20 years ago ASD was a very new diagnostic category in Vietnam, and therefore, 
health providers rarely gave affirmative diagnoses of ASD, and sometimes professionals disputed 
the concerns of parents. This has changed more recently as ASD has received more attention from 
both health providers and lay people. This snapshot history of assessment and diagnosis of ASD in 
Hanoi reflects the process through which  a new label is given for a health condition, including lay 
understandings, wider access to knowledge and information, and the negotiation between lay 
people (in this case parents) and professionals (Brown 1995). 
Assessment and diagnostic processes in Hanoi 
There are numerous facilities providing assessment and diagnosis for children with ASD in Hanoi. 
The number of facilities that provide assessment13 for children with ASD also has increased 
recently. Though there is no official source listing facilities that provide assessment, on a thread on 
a web-based parents’ forum discussing places at which parents could seek assessment for children 
with ASD, parents shared 14 different addresses. I am aware of a few other additional facilities.  
                                                           
13There is no clear distinction between assessment for diagnosis and assessment for intervention in service facilities in 
Hanoi. This will be discussed later in this chapter. 
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In this study, I conducted observations at four clinics which provide assessment and intervention 
services for children with ASD. The first clinic was the NHP. The three other clinics that I observed 
were early intervention centres. One is a centre at a university, and two are private centres. Unlike 
the three other clinics, the university centre mainly provides assessment on development in order to 
plan and monitor interventions. In theory, it does not provide a written conclusion or definitive 
diagnosis of ASD. However, in practice, service providers at this centre sometimes inform parents 
verbally that the assessed children might have ASD or have signs of autism.  
The NHP is the clinic to which most parents in Hanoi take their children for assessment. Data from 
my online survey with 214 parents showed that 72.8% of children received their first diagnosis of 
ASD at the NHP. In addition to the NHP, a couple of other public hospitals and private early 
intervention centres also provide assessment and diagnosis. In hospitals and early intervention 
centres that have medical doctors, terms such as khám (examination) and chẩn đoán (diagnosis) are 
used, and medical doctors are in charge of examinations and providing a final diagnosis. In 
facilities which are more psychology oriented, words đánh giá (assessment) and kết luận 
(conclusion) are used interchangeably with khám (examination) and chẩn đoán (diagnosis) 
respectively. 
An official protocol for assessment and diagnosis of ASD in Hanoi is not yet available. Each health 
facility has its own process of assessment and diagnosis of ASD. The following flow diagrams 
summarise assessment processes at the four clinics: 
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Figure 4: Procedure 1 - Assessment at NHP 
 
 
Reception 
Parents report the reason(s) for 
examination 
Examination room 
Doctors: 
• Ask parents about the 
history, concerns and 
symptoms of the 
children 
• Observe children 
• Give diagnosis based 
on DSM-IV 
• Refer to psychologist 
Doctors provide:  
• Diagnosis  
• Options of 
treatment (having 
intervention at  
one or more 6-
week courses at 
the hospital, 
referring to other 
centers, and 
continuing at 
mainstream 
kindergarten with 
private 
intervention at 
home) 
• Leaflets 
• Suggestions to 
buy materials  
Psychological test room 
Psychologists conduct tests, 
including M-CHATTM, CARS 
It takes from 20 - 30 minutes 
Para-clinical tests if required 
E.g EEG, hearing test 
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Figure 5: Procedure 2-Assessment at private early intervention centre 1 
Examination room 
The only doctor at the 
intervention center conducts:   
• Interview with 
parents, and 
observation children 
• Physical 
examination, 
including nose, throat 
and ear check 
• Diagnosis based on 
DSM-IV 
• Refer to 
psychological test 
and EEG 
Reception 
Parents pay 
fee and 
registration.  
Booking is 
required  
Psychological test room 
Two psychologists 
conducted observations for 
one or two children at the 
same time. 
Tests: M-CHAT, GARS II 
It takes from one hour – two 
hours 
EEG 
Almost all children 
were required to have 
EEG  
Two options: 
The child has 
intervention at 
the center 
The child is not 
recruited for 
intervention at 
the center 
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Figure 6: Procedure 3 - Assessment at private early intervention centre 2 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Reception 
Receptionist asks parents for 
general information 
Assessment room 
A psychologist 
• Asks for history, 
symptoms. 
• Observes child and 
conducts tests (Denver, 
M-CHAT) 
• Provides initial 
conclusion 
Doctor’s room 
• Psychologist reports 
medical record to the 
psychiatrict doctor 
• Discusses initial 
conclusion with the 
doctor 
• Suggests children 
participate in 10 initial 
intervention sessions 
Trial intervention 
• Children participate in 10 
intervention sessions 
• Observation and 
assessment throughout 
10 sessions  
• Final conclusion 
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Figure 7: Procedure 4 - Assessment at early intervention centre at a university 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
*WISC - Wechsler Intelligence Scale (WISC - Wechsler 1991) 
BSID - Bayley Scales of Infant Development 
LEITER-R - Leiter non verbal IQ test  
K-ABC: Kaufman Assessment Battery for Children 
 
Based on the flow diagrams presented above of what happens in each setting, I will now describe 
the similarities and differences between them, and compare them with the suggested process 
outlined by Filipek et al. (2000).  
 
Reception 
Booking is required beforehand 
Assessment room 
• Two psychologists conduct 
interview with parent and 
observe the child 
• Tests* for evaluation of 
child’s development, 
including WISC, Bayley, 
K-ABC, LEITER-R,  
• Not using tests for 
identifying Autism  
• Evaluators discuss together 
• Provides conclusion about 
development disorders, and 
plan for intervention 
• It takes about two hours  
Intervention 
Reassessment 
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Diagnostic labels 
A number of diagnostic labels are given to children with ASD in Hanoi. These include ‘Tự kỷ’ (Autism), 
‘(có) dấu hiệu tự kỷ’/ có nét tự kỷ’ ((has) signs of autism), ‘theo dõi tự kỷ’ (follow up autism), ‘tự kỷ chức 
năng cao’ (high functioning autism), Asperger, and PDD (pervasive developmental disorder). Service 
providers explained that they give the diagnosis of tự kỷ (autism) for children who meet clinical criteria for 
childhood autism, and tend to give this diagnostic label to children who are three years or older. The 
diagnosis of ‘theo dõi tự kỷ’ (follow up autism) and ‘(có) dấu hiệu tự  kỷ’/ có nét tự kỷ’ ((has) signs of 
autism), are given to young children (less than three years old), or those who might not meet the full criteria 
for autism. However, in practice, many children under 3 years old are also given the diagnosis of tự kỷ. For 
example, among 15 children enrolling in an intervention program in the public hospital in the first week of 
January 2012, 12 children less than 36 months of age had the diagnosis of tự kỷ. Statistics at clinics count all 
of these diagnostic labels as tự kỷ. 
Tự kỷ (autism), dấu hiệu tự kỷ (signs of autism), and theo dõi tự kỷ (follow up autism) are the most common 
diagnostic labels given to children with ASD in Hanoi. Data from the online survey with 125 parents showed 
that only 35% of children received the diagnosis of tự kỷ at first. The two diagnostic labels of dấu hiệu tự kỷ 
(signs of autism), and theo dõi tự kỷ (follow up autism) were given for 55% of children in Hanoi. Figure 
8.shows the distribution of diagnostic labels that children with ASD are given on the first occasion 
of being diagnosed in Hanoi.  
Figure 8: Diagnostic labels used in Vietnam as reported by parents (N = 125) 
 
Communication between service providers and parents 
Observations and interviews showed that service providers and parents had limited communication 
during assessment. The following is a verbatim written account of an assessment that is used to 
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illustrate ASD assessment practices in Hanoi. This is one of nine assessment sessions that I 
observed in a public hospital and 10 new assessment sessions at an early intervention centre. 
Case of Huy 
At 10am:  entering the examination room (room A). 
27 month-old boy and his mother  
Doctor (Dr): Which order [of birth] is he?  
Mother (M): He is the first child 
Dr: Was your pregnancy OK, wasn’t it? 
M: OK 
Dr: When did he start walking?  
M: When hewas17 months old 
Dr: When did [he] start to babble?  
M: When he was 15 months old 
Dr: Was there anything abnormal in the first year?  
M: No, I did not see any abnormal [sign].  
Dr: When did you realise your child was delayed?  
M: When he was two years old but did not speak, did not say mom or dad. 
Dr: Anything else?  
M: He is sulky. If he does not get what he wants, he gets tantrums.  
Dr: Does he know when he is asked about eye, nose, mouth?  
M: Yes he does 
Dr: When he wants something, what does he do: pointing or pulling [your] hand? 
M: Pulling 
Dr: How does he play with other children at kindergarten? 
M: Sometimes he does not play 
Dr: Does he turn [his head] back when being called?  
M: Sometimes he turns back, sometimes he does not listen.  
Dr: Not frequently turn back. Does he put waste in to the bin when asked?  
M: Yes 
Dr: Does he tiptoe? Does he spin wheels?  
M: Yes. He likes biking.  
Dr: Does he walk around at home?  
M: Yes 
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Dr: Does he like advertisement in TV?  
M: Yes 
Dr: He likes numbers, doesn’t he?  
M: Yes. He likes numbers, like puzzling. He plays it well.  
Dr: He has a good visual memory. He is often mischievous, isn’t he?  
M: He like bumping [his bike] with other children. He does not like to play alone by himself, but 
likes having other people to play with. He likes talking, sometimes he talks himself. He talks when 
he likes. When [asked] he does not talk, except he says ‘ạ’ (please) very quickly for going out. He 
is very concentrated (focused) and does not pay attention to mom’s talking.  
Dr: Yes. He is being interested (bị cuốn hút). 
The doctor wrote a số y bạ (medical note):  
Reduced social interaction: 3/4 ++14 
Reduced communication: ¾++ 
Stereotyped behaviours: Has but few: Interest + 
Refer to psychological test room.  
Test Cars, and Denver DDST 
 
10.10am: End of session 
Waiting area 
10.44am: Entering psychological test room (room B) 
Observation: The psychologist blew bubbles. The boy looked at the bubbles and smiled.  
Psychologist (Ps): What is the greatest difficulty?  
M: Speech delay 
Ps: What do you want?  
M: I would like to know the causes of my child’s problem, as well as if he has any other problem. 
Ps: It is hard to know causes.  
Observation: The psychologist gave a bubble wand to the boy. The boy blew a bubble by his nose. 
The psychologist said to his mother: ‘(he) does not know he is blowing bubbles’. The psychologist 
talked with the boy: play ‘chi chi chành chành’15, and gave the boy her hand. The boy did not play 
[with the psychologist], and ran to catch bubble. The psychologist called the boy’s name, and gave 
the boy a Rock-A-Stack. The boy smiled and looked at the psychologist. The psychologist told the 
boy: ‘ạ bác đi’ (say thanks, please).  
                                                           
14
 That means the boy has three signs amongst four signs of reduced social interaction in DSM-IV.  
15One traditional game, which teaches children fine motor skills, eye hand coordination and concentration. 
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Ps: Do you worry that your child is autistic? Do you have any information about tự kỷ?  
M: Yes 
Ps: Where did you find information?  
M: I searched the internet and asked friends.  
Ps: What did you find?  
M: He tiptoed. In the past he sometimes tiptoed, then he walked on his heels. Sometimes he spins 
around.  
Ps: Does he like spinning wheels?  
M: He likes fixing his bike.  
Ps: (Looking at the boy. He is playing with a faucet in the room). Ps says: He seems to like flipping 
up and down the handle of faucet. Do you see if he is interested in any activity/game?  
M: If he likes he plays, if not he does not play. Sometimes he like pushing and turns over the toy 
car and spins its wheels.  
Ps: Does he know imitate; for example, imitating exercises or making funny faces?  
M: Yes. I have not taught him to make funny faces, but he knows he can put his tongue out when I 
ask him where your tongue is.  
Observation: The psychologist scared the boy. He almost cried.  
Ps said: He has emotional expression. 
M: He knows when being quarrelled.  
Ps: Does he look at his fingers? Does he arrange things in line?  
M: What he likes he looks at very carefully. He arranges letters in a line. 
Ps: He has eye contact but not much. Does he sometimes not feel hurt when he falls over? 
M: If he falls, he has a tantrum.  
Ps: This boy seems not to know fear. Does he know saying hello, goodbye, or asking [for 
something]?  
M: He knows, but he is nghịch (mischievous/playful).  
Ps: I see this boy has risk of autism. He has the risk but a moderate level. He has attention deficit. 
He responds to toys but not much. He has a speech delay. 
I did the CARS test [when the psychologist asked mothers, interacted and observed the boy] and its 
result is 36–37 score.  
The psychologist wrote in the medical note: CARS test 36–37 
Denver: Personal-social: Equivalent to 16–18 months old 
Motor adaptive: 20 months.  
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Gross motor: Normal  
Language: speaking: 14 months. Understanding: 16 months 
 
Ps: How are the grandparents?  
M: Grandparents said my boy was speech delayed. They said there were many children only speak 
when they are three years old. However, we are worried, so I brought my boy to have a check-up 
here.  
Ps. This boy is mild to moderately autistic. Maybe you are not teaching him often enough.  
M: Grandparents teach him a lot. We let him stay with our parents but we often see him during 
weekend.  
Ps: It seems that it is not enough playing. We have a counselling session tomorrow afternoon. If 
you attend the counselling, you will know how to [teach him]. Your boy has a problem. You need 
to persuade your parents [grandparents of the boy]. 
M: What is it, about the treatment?  
Ps: You will learn about it tomorrow. Teach him more. 
M: May I take him to an intervention centre?  
Ps: I think your child can go to mainstream kindergarten. Parents need to teach [him] all lifelong. 
M: I still let him go to mainstream kindergarten, but there is a centre that can offer one hour 
intervention: with half hour learning, and half hour playing.  
Ps: It is good. You must attend counselling sessions to know how to teach your child. We do not 
know yet causes of this condition, even in developed countries. There is no medicine for autism, 
but teaching. You should not look for the cause.  
11.07am: End session at psychological test room. 
11.15am: Coming back to examination room (room A)  
Dr: views test results and writes down: Tự kỷ (Autism), Tăng động (Hyperactive) 
Dr says to mother: He has autism at a moderate level. He has communication and interaction 
deficits. Has he ever been examined? 
M: Yes. I am a teacher and both my husband and I are busy so we let him stay with our parents in 
TuyenQuang. I took him to have a check-up at a centre in TuyenQuang, but not sure, so I take him 
here.  
Dr: Did people at the centre give you any guidance? 
M: They suggested that I let my child participate in an intervention at their centre, one hour a day.  
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Dr: It is OK. Here is a brochure about autism. We have a counselling session tomorrow. Please 
come. 
The doctor prescribes two medicines. She explains that one is to support the brain and the other is a 
multivitamin.  
11.20am: End 
 
When I observed the assessment process, I wondered if parents totally understood the questions 
asked by the doctors/psychologists. As the case of Huy presented above shows, parents were 
frequently asked leading questions and it was often difficult to see how service providers gained 
sufficient information to assess the children accurately in such a short time. For example, when the 
psychologist asks if the child ‘đi xoay tròn’ (goes spinning) at home, I do not know what the 
medical doctor means. Does this mean wandering around or spinning/turning around? How often 
and when does it happen? I also wonder about the validity of the question whether the child likes 
advertisements on TV. When the parent says yes, does this mean the child is obsessed with 
advertisements or do they like watching particular advertisements as any other child might? The 
lack of clarification and probing for more information does not provide opportunities to really 
understand the context to seek examples and better know the child and his/her responses. 
The attitude of service providers toward parents’ opinions is one of parents’ concerns. Some 
parents expressed their dissatisfaction with the way service providers asked questions when taking 
a history or undertaking a diagnostic interview and when drawing diagnostic conclusions.  For 
example, one mother expressed her opinion about service providers at the early intervention centre:  
I came there and I found that they are overbearing. As you observed at the examination room, 
the doctor asked questions, but in the leading direction. For example, the doctor asked my 
daughter if she knows how to brush her teeth, or when my daughter could not finish her song, 
the doctor says this is a delay. In my understanding, other kids are similar [might not finish 
the whole song in front of a stranger], but the doctor insisted that they meant she had the 
disease [autism]. She also imposed other things. I told her but it seems the doctor did not 
listen to me […] The psychologist seems not to have enough experience. He said my daughter 
tiptoed, but you see she does not. It is not correct. I am not convinced by them. (Thanh, 38 
years old, accountant) 
While service providers used the excuse that time constraints limit their ability to have more 
extensive communication with parents, parents thought that service providers’ attitudes of 
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disapproval, ignoring parents’ opinion, blaming parents or threatening parents, discouraged parents 
to ask questions of them. For example, in a group discussion, parents described: 
Mother 1: We do not have time to ask any question, they kick us out for other patients.  
Mother 2: There is a doctor who threatens [parents] about autism, so mothers are very 
scared when they are informed about their children’s condition. Mothers are still shocked, 
so how they can ask questions? (Parent group discussion 3) 
Parents mistrust the capacity of service providers and the quality of assessment and diagnosis due 
to such negative experiences.  
There is a doctor who is overconfident, she said that she studied in the United States …When 
she told me in detail about autism, the ways she blamed parents and viewed my son as 
worthless, I did not trust her. [...]I was introduced to another doctor. She did not have her own 
[intervention] centre, but her assessment seemed problematic. She held a paper, looked at my 
son for 15 minutes and then told me ‘Oh, autism’. I was not persuaded. So, since then, I do 
not think that I can count on service providers here [in Hanoi]. (Bách, mother, 39 years old, 
accountant) 
This example of Huy demonstrates how assessment for children with ASD is typically conducted in 
the NHP. Though assessments at early intervention centres vary to some extent, in terms of 
assessment duration and assessment instruments, this example introduces some common practices 
regarding how children are diagnosed with ASD in Hanoi. 
Missing development surveillance and referral for specific screening for ASD 
There are no routine child development check-ups in the health system in Vietnam.  Children are 
not screened on development when they attend health facilities for either immunisation or growth 
(height/weight checks). Parents often come to see doctors on an ad-hoc basis when their children 
have problems. Almost all parents who I met at clinics, or interviewed, told me that they brought 
children directly to clinics for assessment when they had concerns, without referral from health 
professionals.  
The lack of knowledge about development disorders in general and ASD in particular by health 
professionals in Vietnam also prevented referral for ASD screening. Some parents recalled that 
they often brought their children to specific paediatricians; however, the paediatricians either did 
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not acknowledge the child’s problem, or were aware of the concerns but did not make any referral 
for further assessment. For example, one mother said:  
When she was two and a half, I took her to a kind of family doctor, who knew my family. 
The doctor said she was kind of developmentally delayed. She said only this, but could not 
give me more detail nor did she advise us what we needed to do. Until when she was three, 
and went to kindergarten, our daughter had no socialisation. She did not bother anybody, 
but also she did not have a need to share toys, play with other peers. We brought her to the 
Bright centre, and they told me that it was a kind of tự tỏa, tự bế (autism). (Ngọc Anh, 39, 
lecturer at university, mother of 15-year-old girl) 
Children with ASD are diagnosed in a short time frame 
The length/duration of assessment varies amongst facilities. At the NHP, each child is seen by 
doctors and psychologists for approximately 40 minutes to one hour altogether. The time for 
assessment is longer in some other facilities, ranging from one hour to two hours at some early 
intervention centres. Children are often given a diagnosis immediately after assessment. 
Lack of time is the top reason that professionals at the NHP offer for their concerns about 
misdiagnosis, as well as parents’ concerns. As mentioned earlier in the overview of the health 
system in Vietnam, the NHP is always overcrowded, like other tertiary hospitals. This is because 
many parents take their children directly to the hospital without appointments or referrals due to the 
lack of services at other hospitals or parents because do not believe in professionals’ capacity at 
lower levels. According to the service providers in the NHP, about half of their clients come from 
provinces outside Hanoi. The health provider noted that that they could not provide a longer time 
for assessment because the number of children visiting each day is very high, around 30–40 a day 
for doctors and 20–30 for psychologists. In my observation, doctors often have only 15 to 20 
minutes to interview a parent and observe the child at the same time. Psychologists have a little bit 
longer, from 20–30 minutes. In most cases children do not have enough time to settle down and 
become familiar with the examiners (a task that is typically very difficult for a child with ASD). 
Some of them cry, and ask parents to take them out, and will not cooperate with examiners. These 
conditions challenge health professionals conducting observations of children. 
In Vietnam, the diagnosis is not very accurate because of time constraints; we might have 
33 patients or more for assessment a day. In my opinion, it is acceptable to have the 
accuracy rate approximately 70%. (Psychologist) 
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In general, I find it is quite unclear. It is unreliable for a conclusion after only a 15 minute 
assessment. It is very good already if the doctors diagnose correctly 60–70%. (Mother, in 
group discussion 2) 
Figure 9: A part of waiting area for examination in the NHP 
(Photo taken by researcher in April 2012) 
 
 
In other facilities, service providers have more time to conduct their assessment since they have 
fewer clients. Two facilities provide assessment services from one to three days a week, depending 
on the number of appointments. Another facility does not limit the number of days for assessment 
since it provides a wide range of services for both children and adults. Longer time for assessment 
is one reason that parents take their children to have an assessment at an early intervention centre. 
One facility suggested children participate in 10sessions of intervention before giving a final 
conclusion/diagnosis. However, I observed that they provide an initial conclusion with the label of 
có dấu hiệu tự kỷ (signs of autism) or theo dõi tự kỷ (follow up autism) to the parent at the end of 
the first assessment.  
Professionals involved  
Assessment for a diagnosis of ASD often involves two professionals, usually a medical doctor and 
psychologist/s, or psychologists and special education specialists. Professionals often conduct 
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assessments separately rather than observe and assess children together. At the NHP and a private 
early intervention centre medical doctors and psychologists often exchange their assessment results 
through written documents rather than discussion in person. In the third facility, the doctor listens 
to a psychologist’s verbal report instead of personally observing the child and discussing this with 
the psychologist. Only in the fourth facility do two professionals observe the child and discuss their 
observations/findings together. A doctor explained why professionals in Hanoi carry out 
assessments separately:  
When I studied in Australia, I saw them conduct [assessment] comprehensively. It was a 
group of experts in different disciplines, including paediatricians like me, psychologists, 
mental health experts, speech therapists, and experts on social mainstreaming. These people 
work together to ask parents and observe children. They conduct an assessment for the 
whole morning and then in the afternoon the whole group discusses and writes a report. If 
all people agree that the child is autistic, then the patient gets the diagnosis. To tell the truth, 
we just collaborate like what I have just told you: I make the assessment and diagnosis and 
send the result to the testing team. We do not form a group and assess (the patient) together. 
In Vietnam, patients could not wait for a long time, e.g. six months, in order to have an 
assessment. It is wasteful to wait like this; the patients miss time for an intervention. In 
addition, health facilities at provincial and district levels cannot diagnose [autism], so all 
patients come here, and this results in us being overloaded. Therefore, I only have half an 
hour to make an assessment, and the psychologist can do their assessment in half an hour 
separately. (Hương, paediatrician) 
In Hanoi, multidisciplinary teams comprising a number of relevant health and educational 
professionals as recommended are not yet available (Filipek, Accardo et al. 1999, Volkmar, Siegel 
et al. 2014),  
According to key informants working within health and education sectors, there is no educational 
institute in Vietnam providing formal training (with degrees) in occupational therapy, and only one 
medical university in Ho Chi Minh city provides a graduate program in speech therapy (since late 
2010) (Trinh Foundation 2014)- two professions that are frequently involved in multidisciplinary 
assessment in western countries. One educational institute provides a three-month training course in 
occupational therapy, and there are also a couple of short training courses in speech therapy. 
Psychologists and education specialists are currently the main professionals carrying out 
developmental assessments. 
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The capacity of service providers is a concern as it impacts directly on the quality of diagnostic 
processes in ASD. Very few key health providers in this field have learned about ASD, assessment 
tools and intervention approaches from overseas study tours, short training courses abroad and 
foreign materials. ASD has recently been integrated into medical curricula of a few universities in 
Hanoi. However, this training provides basic knowledge only. Nevertheless, some providers who 
have had limited training in autism, still provide affirmative conclusion/diagnosis for parents. For 
example, one psychologist reported that she did not receive adequate training on child 
development, and had limited knowledge about ASD, but I witnessed that she confidently provided 
diagnoses such as ‘theo dõi tự kỷ’ (follow up autism), or ‘tự kỷ’ (autism) during her assessments. 
Some service providers when they talk about ASD do not think of the condition with triadic 
impairments; instead, it might be one impairment on which basis a diagnosis is made. They view 
this condition as a disease or temporary condition, which could fade away with intervention. For 
example, one head of an early intervention centre reported that the label có nét tự kỷ ‘autistic 
features’ could be used for children with any behavioural problems. She believed that some 
‘autistic’ behaviours resulted from poor parenting, and could be successfully changed with 
appropriate parental discipline/management. Such views contradict current knowledge of ASD as a 
life-long neurodevelopment disorder in international mainstream medicine.  
Có nét tự kỷ (autistic features) means children who have some autistic behaviours but not 
many. These behaviours could fade away if the children have intensive intervention. For 
example, (consider) a child with a behaviour of isolating himself: this might have resulted 
from the fact that previously his parents do not give him opportunity to play with other 
children, and let him play by himself, so he gets used to playing by himself. This [behaviour] 
results from môi trường (environment). 
The lack of comprehensive understanding about ASD by service providers contributes to the 
tendency to overuse the diagnosis of ASD. 
Confusion in assessment practices (screening, diagnosis and intervention) 
In Hanoi, DSM-IV and ICD-10 are used as the primary guidelines for medical doctors to make a 
diagnosis of ASD. The Ministry of Health (MOH) of Vietnam translated and disseminated DSM-IV 
and ICD-10 in a Vietnamese version (MOH 2001). However, there is no government guideline 
regarding which assessment tools should be used to support screening, diagnosis, and intervention 
evaluation for children with ASD. Each facility uses different assessment instruments, and there is 
incorrect application of assessment tools for screening and diagnosis. 
74 | P a g e  
 
In the NHP, professionals use the Denver Developmental Screening Test (DDST) and Bayley 
Scales of Infant Development (BSID) to identify if children are developmentally delayed, the M-
CHAT for screening for risk/likelihood of autism, and the CARS to examine the level of severity of 
autism. In one private early intervention centre the M-CHAT (a screening tool) and GARS II were 
used for diagnostic purposes. Another private centre reported that they used the M-CHAT, BSID, 
and were planning to use the GARS II for assessment if the child was already known to have ASD. 
These assessments would typically be used for screening, developmental assessment and checking 
the likelihood of ASD rather than for diagnosis or intervention planning. 
It was frequently observed that instruments for screening and diagnosis for ASD were often 
combined in one assessment. This questions the validity of test results as well as the clarity of 
assessment procedure and purposes. In the case of Huy, he was given the diagnosis of ASD after 
completion of the DDST (a developmental screening test), and CARS. One health provider at the 
Children’s Hospital talked about the procedure of assessment and assessment tests: 
The procedure is that parents and children will go to Room 31 first. The doctor will ask 
parents and observe children first. The doctors use DSM-IV for diagnosis. Then the doctors 
might refer the child to the test room. For those who the doctors are already sure [of autism] 
by DSM-IV, the children will be asked to do CARS test in order to identify the severity. 
Denver and Bayley are also used to test for children with ASD to identify the delay of 
intellect and psychology. However, we do not often conduct the Bayley test because of time 
constraints. The children with ASD might also be tested by the DBC [Developmental 
Behaviour Checklist]. For those who are not sure, or referred from other departments, we 
use M-CHAT for screening. Tests and scales have been mainly translated by our 
department. There is no guideline from the Ministry of Health. (Bình, psychologist) 
In addition, there is misinterpretation of the purpose of test use to support a diagnosis of ASD. 
Though the M-CHATTM is a screening checklist for ASD rather than a diagnostic test, and the 
DDST and Bayley are developmental assessments (screening and comprehensive respectively), the 
misuse of these tests was captured in both research and diagnosis practice. For example, one 
researcher summarised the prevalence of ASD in one province in Vietnam based on the results of 
M-CHAT only (Giang, Hà et al. 2010b). I witnessed that some children were given ASD diagnosis 
by professionals using developmental screening tests. The following was what the psychologist told 
the mother of 27-month-old boy after an half hour assessment including parents’ interview, brief 
observation, and administering the DDST:  
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After asking you and doing the Denver test [with him], [I see], he has lot of problems. He is 
not delayed only, but has autistic behaviours [the psychologist wrote down in chart ‘theo dõi 
tự kỷ’ (follow up autism)]. Parents should talk more with him, reduce TV, prevent him 
playing alone, teach him… I feel his cognition is reduced. Your son has signs of 
[developmental] falling back. It is a sign of autism, so [he needs] to be trained frequently, 
otherwise, his development will recede. 
The unclear distinction between screening and diagnostic assessments in service facilities and the 
ways professionals inform parents (briefly, conclusion is said with conviction and there is no room 
for questioning), and no consultation for comprehensive assessment, may lead to the impression 
that conclusions based on screening tests lead to a final diagnosis. The following is the 
conversation of a psychologist and medical doctor with a father of a 20-month-old boy: 
Psychologist: We do not give your child a diagnosis of autism, but ‘theo dõi tự kỷ’ (follow 
up autism). Why? Because ordinary children like new toys, but your son likes playing with 
pen and paper only. He also does not care what happens around him…Autism has many 
signs. Your child has some signs.  This test [MCHAT] is used for screening. There are 23 
signs, and your son has 14, 15 signs […] 
Medical doctor: This child is young, but it is quite obvious. Your child has many signs. 
MCHAT: 15/23. Denver: 40–50%, social development: equivalent to children 12–13 
months, fine motor skills: 16 months, communication: 12 months. So this child is PDD, 
nguy cơ tự kỷ cao (high risk of autism), and ADHA.16 
The following table presents a summary of tests that are used in observed clinics with both 
information on how the tests are used in Hanoi, and how they are described in the literature.  
                                                           
16ADHA: attention deficit hyperactivity disorder. 
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Table 5: List of tests used in observed clinics 
Level (in 
Filipek’s 
parameter) 
Test  Described in literature: 
population (ages) and 
purpose 
Used in Hanoi: 
population (ages) and 
purpose 
Level 1: 
Developmenta
l screening 
Denver DDST Test for 0–6 years for 
screening children at risk of 
developmental delay who 
need referral for more 
developmental assessment. 
Used with children to 
determine/diagnose 
developmental delay and 
in few cases to diagnose 
autism.  
 ASQ Use parental report for 
children aged 0–5.5, for 
screening young children 
for developmental delays  
Not used widely, but has 
been used to evaluate 
child development 
(combination with CARS 
to evaluate 
intervention).17 
Level 1: 
Autism 
screening 
M-CHATTM Used for screening children 
from 16–30 months of age 
to assess their risk for ASD. 
Used with children from 
18–36 months of age, for 
screening children at risk 
of autism, but sometimes 
is used for diagnosis.   
Level 2: 
Formal 
diagnostic 
procedure 
CARS This instrument scales 
behaviour of children based 
on direct observation. It 
helps distinguish children 
with ASD with those with 
other developmental delays 
and support for diagnosis of 
ASD.  
Combined both 
observing children and 
asking parents. Aimed to 
category/identify the 
level of severity of 
autism, and monitor 
intervention. 
 GARS II Used for individuals from Used for diagnosis and 
                                                           
17
 In a research at NHP, children with ASD in the case group were identified by DSM-IV, CARS, and ASQ. CARS and 
ASQ also were used to evaluate the improvement of children after intervention (Giang 2012). 
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Level (in 
Filipek’s 
parameter) 
Test  Described in literature: 
population (ages) and 
purpose 
Used in Hanoi: 
population (ages) and 
purpose 
3–22 years of age to 
indicates the severity of 
autism.  
intervention planning 
Level 2: 
Evaluation to 
determine 
developmenta
l profile 
Bayley Scales 
of Infant 
Development 
(BSID) 
Used to examine all the 
facets of a young child’s 
development, for children 
from one month – 42 
months 
Used with children under 
3, not often used because 
of time constraint. 
Sometimes is used as 
screening test for ASD 
 Kyoto Scale of 
Psychological 
Development 
in Cognitive 
Assessment 
Used for assessment of the 
psychological development  
of individuals from 0–adult  
Used with children from 
0–12 to assess their 
development.  
 K-ABC 
(Kaufman 
Assessment 
Battery for 
Children) 
Used for assessment of 
intelligence and 
achievement in children 
aged two years, six months 
to 12 years, six months. 
Used with children from 
two and half years to 11 
years. 
 LEITER-R Used for assessment of 
intelligence of children from 
ages 2 to 18.   
Sometimes used with 
typical autistic children 
for assessment and 
intervention planning.  
Adaptation and validation of assessment instruments 
Assessment instruments/tools have been translated from foreign language materials and most of 
them have not yet been culturally adapted. According to service providers, M-CHAT, CARS, 
GARS II, and other tools have been translated (in full or in part) but not validated for Vietnamese 
children because of resource limitations. Many of these translations have not been undertaken 
following standard translation forward/back translation processes, rather they have been locally 
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translated by health professionals on the ground at particular clinics or those who might not have 
enough knowledge on the tests. At times it was observed that only part of the manuals had been 
translated along with the test protocol or checklist. For example, GARS II was introduced by an 
English OT when she came to work as a volunteer at one early intervention centre. The scale was 
translated by a student, who studied English as his major at university, but it has not been yet 
validated. The English OT reports that she knows there is some potential bias in doing this test with 
Vietnamese children. However, in the context of lack of other validated assessment tools, the OT 
still recommends the Vietnamese version of GARS II to staff of another centre.  
Modifying measures which were developed and validated in another language is a prominent 
strategy of service providers, especially in developing countries, because of its advantages in terms 
of finances and time. However, the adaptation of pre-existing measures to another language 
requires careful cultural adaptation, not only translation (Guillemin, Bombardier et al. 1993). 
Without proper cultural adaptation, translated tools may not successfully measure the health 
phenomenon because of cultural and language differences. Guillemin et al. (1993) recommended a 
guideline for cross-cultural adaptation with various steps, including translation (by qualified 
translators and producing several translations), back translation, committee review, pre-testing and 
waiting scores. This has not occurred in Vietnam in relation to the tools observed in use for the 
assessment and diagnosis of ASD. 
In this research, some parents expressed concern that sometimes they did not fully understand the 
meaning of questions as well as response options. They also stated that service providers sometimes 
could not provide adequate instructions for them to assist them to undertake these tests. Therefore, 
sometimes they were not sure if they had answered the questions correctly, and wondered about the 
validity of tests.  
I think I made some mistakes when I filled in the form, since I could not distinguish clearly 
between 1 and 2. I asked the psychologist some unclear questions, and he told me that the test 
was translated so it might be confusing (Thanh, mother, 38 years old, accountant) 
During my observation I found that there were some potential biases when using tools that had not 
been adapted appropriately for Vietnamese children. Firstly, the Vietnamese language has some 
differences to English. Vietnamese pronouns are extremely complicated since they reflect gender, 
age and kinship relationships. For example, when a child talks with an older man, instead of using I 
and you in English, the Vietnamese child is expected to use properly various pronouns of himself: 
cháu, and call the man as chú, bác, ông depending on the age of the man. If he talks with a younger 
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man he may call himself as anh, or tớ for older child or same-age child. If he/she talks with a 
woman, there are some other pronouns. Therefore, it is very hard for Vietnamese students to be 
able to manage these pronouns until they reach certain ages. However, there is no study on the 
development of this usage. In addition, many single words in English may be two or more words in 
Vietnamese.  For example, bút chì is pencil, bút máy is pen, quyển sách is book, đồ chơi is toy, ô tô 
is car.  The impact is that the developmental milestones in the area of language developed from 
samples of Western children (for example, at the age one to two, children begin to use one to two 
word sentences) might not be easily applied for Vietnamese children.  
Secondly, child raising practices also effect the development of children. Vietnamese people value 
the weight of children; thus, people, especially in urban areas, often try to feed as much as they can 
to their children. In many urban families more than one family member is involved in the process 
of feeding children: one may feed the child and the other(s) may dance, sing or do something to 
distract children so they can swallow food. Family members also often do things for children; for 
example, putting clothes or putting shoes on for children at ages when Western children are 
expected to be independent. Additionally, Vietnamese people tend not to talk to their children when 
they are taking care of them, e.g. taking a bath, feeding. Therefore, compared with Western 
children, Vietnamese children may accomplish self-care skills and develop communication skills 
later. Thirdly, cultural expectations towards children may also influence the judgment of service 
providers. Vietnamese children are expected to follow certain norms, such as being lễ phép (polite) 
and nghe lời (obeying adults’ instruction). Children who do not perform consistently with the 
Vietnamese social norms may be interpreted differently. These are likely to impact on the ability of 
Vietnamese children to meet developmental milestones arising from screening tests, such as the 
DDST, developed and standardised in Western contexts. 
Evaluation to exclude other paediatric medical conditions 
It is common in US and European procedures on ASD assessment that the children are sent for 
formal audiological assessment as part of screening assessment at level 1, and for some medical 
and neurological evaluation to be conducted at level 2 to exclude other genetic and metabolic 
disorders. However, children in Hanoi are not often referred for audiological assessment and 
medical and neurological evaluation. In the NHP some children are sent for audiological 
evaluation, and some are referred for EEG. However, most children are assessed and diagnosed 
after less than an hour assessment with a paediatrician and psychologist. In one early intervention 
centre, all children are required to do an EEG to identify the presence of epilepsy. The centre does 
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not have other medical and neurological evaluation. The centre at one university has its own 
audiological assessment room. Only a few children are required to undertake this assessment, since 
this centre emphasises development assessment for intervention rather than diagnostic assessment. 
In short, most children with ASD in Hanoi are diagnosed with limited assessment to identify 
coexisting medical disorders or differentiate other genetic and metabolic disorders.  
Feedback to parents 
Providing parents with a report which summarises the assessment process, outcomes and the 
diagnosis formulation is one of the best practices in assessment (Silove, Blackmore et al. 2008). In 
Vietnam, when children/patients come in for medical check-up, they bring their own sổ y bạ 
(medical notebook), and health providers write in the notebook reasons of visiting, diagnosis and 
treatment suggestion. Then patients keep the medical notebooks with them, as well as test results. If 
patients are in hospital for treatment, a health professional will make them a bệnh án (a chart), 
which contains information of the client’s progress in hospitals and test results. The patient’s chart 
is kept at the hospital, and patients are normally not allowed to access these charts. When patients 
are discharged from hospital, they may be given some X-ray or test results. 
In the NHP and one early intervention centre, service providers often write briefly about the history 
of the child, criteria for the diagnosis, and the diagnosis and treatment, into the sổ y bạ (medical 
notebook). Since information in the notebooks is not very detailed, it is challenging for evaluating 
the improvement in the next assessment either by the same professionals or by other professionals. 
The health providers also talk with parents about their child’s diagnosis, and offer some suggestions 
for intervention. However, parents state that service providers do not spend sufficient time to 
consult with and encourage parents to ask questions about the diagnosis and next steps. There is no 
discussion to develop a detailed intervention plan.  
In two early intervention centres, the professionals say that they provide parents two kinds of 
feedback and reports. On the day of assessment, they give brief and oral conclusion. Then, they 
give parents a written assessment report either after a week or after 10 intervention sessions. In this 
report, they summarise the condition of the child, their observation, test results, conclusion and 
intervention suggestions. Service providers at these two centres say they work together with parents 
to develop intervention plans. Nevertheless, some parents say they are not involved much in 
developing intervention plans for their child, normally only about the duration and time for 
intervention.  
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Diagnosis tensions 
The diagnosis of a relatively ‘new’ health condition in Hanoi, ASD, has become widely recognized 
by both lay people and professionals. However, there are some tensions in the diagnosis label and 
diagnosis process. These include concerns about overdiagnosis, the lack of privacy in health 
facilities, lack of collaboration and competition between organisations. These tensions relate to 
power hierarchies between doctors and clients and between doctors and other professionals, the 
influence of media, the resistance of parents, and economic factors. 
Concerns about overdiagnosis 
While misdiagnosis was an issue in the late 1990s and early 2000s, overdiagnosis has now become 
one of the greatest concerns of parents and some professionals in Vietnam. In a workshop on 
autism entitled ‘Autism disease among children’ organised at the Children’s Hospital I at Ho Chi 
Minh City in 2008, Huong and Cong reported their study (2008) of 20 children between two to 
seven years old diagnosed with autism at clinics in Hanoi. After follow-up assessment in six 
months and at three different settings using DSM-IV and ICD-10, they found only two children had 
long-term and stable symptoms of autism. Six other children were ambiguous cases involving 
autism, mental retardation and ADHD. The remaining children improved and would not be 
diagnosed as autistic. 
Though there was no study following up this issue, concern about overdiagnosis was shared by 
some professionals and especially parents. One foreign OT working one year in Hanoi in an early 
intervention centre for children with ASD expressed her concern: 
I think in Vietnam people know autism rather than other developmental disorders, therefore 
lots of children go away with the label of autism though they may have other development 
disorders.  From my experience, I see many children coming to the centre for specific 
language disorders. There are many types of language disorder, but people doing 
assessments do not know these disorders. They know about autism, so they use autism as a 
diagnosis for many children with speech problems only.  
Parents talked about their concerns: 
Father: Everybody coming here gets [diagnosis of] autism: 90%–100% children are 
diagnosed as autistic. To tell the truth, I do not know if my child is autistic or not. My child 
has speech delay, so they [health providers] think my child is autistic. They have very quick 
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examination, and I see that everybody get out with the diagnosis of autism, so I am very 
doubtful.  
Mother: There is no guarantee about the validity of diagnosis. Doctors give neither a clear 
explanation, nor any word to comfort parents. I feel very alarmed. (Parents group 
discussion 1)    
I found that there is a tendency to give an affirmative diagnosis in Hanoi. I attended a one and a 
half hour weekly consultation session for parents at the Psychiatry Department in the NHP. In this 
session, the doctor firstly presented information about ASD, causes, signs and interventions. Then, 
a therapist and a child with ASD entered the room and demonstrated an intervention session. A 
newly developed video on sensory interventions for children with ASD was shown to parents. 
Parents were encouraged to buy materials on ASD and the DVD. Then the doctor encouraged 
parents to talk more about their children and ask questions. Three parents among 11 attending this 
consultation explained that their children had been diagnosed with speech delay or developmental 
delay. They did not know if their children were autistic or not but since it was recommended that 
they attend this consultation session, they came. I wondered if these parents came to the 
consultation session by mistake or if their children were autistic but the health providers did not 
want to inform the parents that this was the case, or if the department offered counselling services 
only on ASD. When I had a group discussion with parents at an early intervention centre, some 
parents also reported their experience of being given material on ASD and were invited to join 
counselling sessions on ASD at the NHP although they were not sure if their children had ASD.  
Mother1 (M): They [service providers] said that my child had a speech disorder, speech 
delayed, but they still gave me a leaflet of autism. The leaflet provides information on what 
autism is, how to teach, have intervention for children.  
M2: They have only one leaflet for all parents.  
M3: In the leaflet, there are speech disorders, interaction and behaviour disorders. In 
general, the NHP concludes that all children are autistic, do you understand? All are autistic. 
Speech disorder and behaviour disorder are all autism. 
M1: They say that autism includes three disorders. If a child has all three, it is typical 
autism; if a child has one, it is atypical disorder.  
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M4: In my case, the doctor did not write down autism in the medical record, but he told me 
that ‘autism is obvious already’. (Parent group discussion 3) 
As noted in the literature, service providers experience pressure to give an affirmative diagnosis for 
several reasons. For example, studies in Australia show since children with ASD have opportunities 
to access support from the government, service providers may give affirmative diagnosis for 
borderline cases in order to provide access to services (Skellern, Schluter et al. 2005).  
A further study may be needed to investigate this issue in Hanoi. However, in this study, the recent 
popularity of the diagnostic label of ASD, the power relationship between service providers and 
parents, and the competition between service facilities contribute to the pressure on paediatricians 
to give an affirmative diagnosis. 
As described in Chapter 5, ASD has become a popular terminology in the media, daily 
conversations, and professional discourses in Vietnam. This term is overused and lay people often 
give the label of autism for any child with some symptoms listed in ASD. In addition, ASD is 
recognised internationally as a public health concern with its prevalence growing quickly. In this 
context, parents seem to find it easier to accept the diagnostic label of ‘tự kỷ’. For example, one 
service provider says: 
Information on ‘tự kỷ’ was blooming in the media. In the 2004–2005 period, tự kỷ was a hot 
topic, so hot that some parents confirmed that our child was autistic. People are more likely 
to accept [it]. (Mai, manager of an early intervention centre) 
The service providers may also manipulate the diagnosis of ASD with several diagnostic labels, 
such as theo dõi tự kỷ (follow up autism), có dấu hiệu tự kỷ/có nét tự kỷ (has signs of autism), nguy 
cơ tự kỷ (risk of autism). Since ASD is still incorrectly accepted as a disease in Vietnam, with some 
misunderstandings that parenting results in ‘this disease’ or making ‘this disease’ more severe, and 
if children get good intervention they will overcome it, these diagnostic labels are relatively safe for 
service providers.  
Some service providers also explain why they may give an affirmative diagnosis for borderline 
cases. Firstly, they believe that as service providers, who are more knowledgeable than parents, 
they should allow them to give some ‘diagnostic label’ for children when parents have concerns. 
Secondly, they think that interventions for children with ASD are good for any children. Therefore, 
they prefer to give a kind of ‘warning diagnosis’ rather than not giving a diagnosis at all. As one 
doctor says: 
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Mild or borderline cases, we may put in the bracket as ‘nguy cơ tự kỷ’ (risk of autism); the 
family needs to pay more attention in teaching the child. If the child is autistic, the features 
will become more obvious; if not, or mild autism, it will fade. Therefore, we do not really 
give a diagnosis but still give a warning to the family [….]. Skills for children with ASD are 
similar to that for normal children, including increasing eye contact, greeting, asking 
questions. All these skills are good for anybody, especially for young children in their 
developmental period. (Doctor Ngọc) 
Lack of privacy 
The fact that service providers do not pay full attention when they assess their children makes 
parents dissatisfied and reduces their trust in the providers’ conclusions. For example, this mother 
reported:  
I do not trust the doctors at the clinic. Because, in the examination room, the doctor kept 
chatting with another person in that room when she questioned me. They did not pay full 
attention to me [and my son]; they asked very briefly then referred me to another room. Then 
someone came in, came out; I had a feeling that it was messy. The way they provide service 
took my trust away, I do not believe much of their test scale. (Hằng, 29 years old, 
administrative staff) 
What Hằng describes as her dissatisfaction regarding distractions during her son’s examination 
reflects one issue in the health system in Vietnam: the lack of privacy at health clinics. At the public 
hospital in which I conducted observations, the examination room was small, only about 10 square 
metres, but divided into two parts. The outer room is for a nurse to enter basic information into a 
computer, and give information for parents after examination, while some parents wait to come into 
the inner room. The inner room had enough room for one table and four chairs. There was a door 
between the two rooms as well as a door bordering the outer room with a waiting area outside.  
However, when I was in the inner room, I witnessed that examination sessions were often interrupted 
by other parents, who entered the room to ask a question, bringing test results back to the doctor, and 
by other health providers or guests. In another early intervention centre, I saw that a psychologist 
conducted an assessment in a room, a kitchen in the house,18 because other function rooms were 
occupied. The issue of lack privacy has been mentioned in a number of other studies at health clinics; 
for example, at reproductive health facilities (Whittaker 2002, Population Council and CIHP 2006).  
                                                           
18This centre hires a private house, a common practice of small NGOs in Vietnam since they cannot afford rental of 
office buildings. When we entered the room, there was some fruit on the table and some food in the kitchen. 
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Lack of collaboration between facilities 
Another tension is the lack of collaboration between organisations and professionals working in the 
field of ASD. So far, there is no official network of professionals established and no regular technical 
meeting between organisations. Service providers have linkages with each other mostly through 
individual relationships. Service providers admit that the collaboration between organisations in the 
field of ASD is still very limited. For example, Huyền, an expert working in the education system, 
talks about her opinion of collaboration of people with the medical sector. 
To tell the truth, I really want to work in a hospital, with doctors. As you know, in order to 
cope successfully with this condition, the collaboration between the medical sector and my 
sector is necessary. However, [people in] health sector are arrogant, always think that 
people in education sector do not know anything. Thus, it is hard to collaborate. 
The lack of collaboration between services providers affects the quality of assessment service. 
Service providers informed me that there was no collaboration between the NHP, which provides 
diagnosis for most children with ASD, and early intervention centres. Children with ASD are often 
diagnosed at the NHP before coming to early intervention centres. Since there is lack of 
collaboration, service providers often do not make contact with their colleagues at other facilities to 
consult regarding the children’s condition, even in circumstances when they do not agree with the 
previous diagnosis. Thus, in most early intervention centres, children with ASD are required to have 
an assessment again before intervention. This practice might result in the double costs of time, 
personnel and finance. In addition, it is not uncommon to see some disagreements between diagnosis 
results. In these conditions, poor collaboration leads to the confusion of parents, and improper 
intervention for children.  
Competition and economic factors 
Your child has some autistic features. If you do not pay attention to him, do not support, give 
him intervention, he will develop many autistic features. Worse, he might lose his current 
capacity. If you teach him intensively, restrict TV and his behaviour of playing alone, your 
child will develop. In addition, you must take your child to participate in therapies.  
The above quotation is the advice of Hồng, a psychologist, at an early intervention centre to a mother 
of a child with the diagnosis of theo dõi tự kỷ (follow up autism). This raises the question as to 
whether she has any bias towards recruiting this child to the costly interventions at the centre where 
she also provides a diagnosis.  
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Early intervention centres have increased recently in Hanoi because of the increasing need for 
intervention for children with ASD in Hanoi. Most of these centres are private, and they manage 
themselves in technique, personnel and finance. Only a few centres are able to access financial 
support from projects funded by international organisations; for many centres, most of their income 
come from parents’ payment. The government does not provide any financial support for services for 
children with ASD, except subsidies from health insurance at the NHP, though there are very limited 
places for the children. Most children need to go to private early intervention centres for services. 
Intervention centres compete with each other for their clients. Some parents report that giving 
affirmative diagnosis in a short time, and threatening parents, are strategies that service providers use 
to recruit clients. One mother recalls: 
Mother: In NHP they said that she [daughter] had nét tự kỷ, but when I took her to centre X, 
the doctor said clear and loud that my child is autistic. I was so frightened, and I put her into 
the centre. Now I think it is my biggest mistake during my journey of intervention for my 
daughter. […]  
Researcher: Can you explain for me why it was a mistake?  
Mother: I was rushed. That meant I did not have enough information, did not know about 
the centre. The doctor just said ‘enrol in the centre immediately’, you know, and when 
someone first knows about autism, it was very terrible. (Mai, 37 years old, receptionist) 
I also witnessed a couple of service providers advise parents to make a decision to enrol their children 
into intervention programs immediately. For example, the father of a boy, who was diagnosed 
Asperger, was wondering if his son needed to study in the centre full-time or continue to study at a 
mainstream school and have extra intervention. The service provider said: ‘You should make a 
decision immediately. If you agree to let your child study here, just come to meet Ms B. Our centre is 
always crowded, so if you could not make a decision today or tomorrow, I do not promise that there 
is still a place for your child. We do not provide extra intervention, just study full-time here’.   
The competition between facilities is mentioned as one reason that prevents collaboration between 
facilities and may put pressures on service providers. Capacity-building workshops are often 
organised internally within a facility and tend not to be shared with others.  
In conclusion, this chapter reveals that, there is no government guidance on assessment procedures, 
and service providers have limited capacity in this field. Service providers have made great efforts 
to provide assessment for children with ASD. However, there are numerous concerns regarding the 
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assessment and diagnosis of children with ASD. There is confusion between assessment for 
screening, diagnosis and intervention. Therefore, children might get the label of ‘tự kỷ’ in a very 
short time, and children at risk do not have a comprehensive assessment for diagnosis and 
intervention. Service providers use translated assessment tools without cultural adaption. This may 
result in inaccuracy in assessment and interpretation. Assessment still emphasises giving diagnosis 
rather than intervention planning. Reporting, feedback and consultation for parents need to be 
improved in order to help parents have better understanding about their children’s condition, 
strengths and weaknesses, supporting their children, as well as helping parents cope with their own 
emotional stress.  
The assessment and diagnosis of ASD exhibits the dynamic interactions between medicine, culture 
and society. While medical professionals still play important roles in diagnosis, other professional 
agents and especially parents have engaged also in the discovery and development of the diagnosis 
label(s). Parents challenged the knowledge of professionals, brought the condition to medical 
attention, and resisted professional power. As Jutel (2009) discussed, diagnosis gives a legitimate 
label for a health condition which helps patients and parents to access better services, but also 
brings some adverse consequences due to stigma and economic costs. Thus, in the context of 
Vietnam where services are limited, and stigma toward ASD exists, the fluidity of diagnosis labels 
and the above-mentioned diagnosis practices of professionals in Hanoi raise some concerns. In 
addition the health system, socio-economic conditions of Vietnam also contribute to the resistance 
of parents and tensions in diagnosis. Some of these tensions and consequences derived from 
diagnosis will be discussed in the following chapter on stigma and discrimination toward ASD.
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Chapter 5: Stigma and discrimination 
‘I do not beg pity for my child, but I beg society to give my child the sympathy, patience, love and 
opportunities to come into society and with people’  
(Anonymous parent, online survey)  
This chapter will firstly present the concept of stigma and discrimination, then present accounts of 
stigma and discrimination that the children with ASD and their parents in Hanoi experience. Most 
data for this chapter came from my in-depth interviews with parents, and informants and my 
participant observation. Data from the online survey with parents and the self-administered survey 
with visitors who attended the photovoice exhibition also supplement the findings presented in this 
chapter. This chapter also discusses structural discrimination towards children with ASD and their 
parents.  
Concept of stigma 
In his landmark book Stigma: Notes on the management of spoiled identity, Goffman (1963) 
defines stigma as an attribute that socially discredits and spoils an individual’s identity. He 
emphasises social interaction and the public’s attitude toward individuals who bear traits that do not 
meet societal expectations. Goffman presents three types of stigma including the ‘abominations of 
the body’, for example, physical disability; ‘blemishes of individual character’, such as mental 
disorder, unemployment, or suicidal attempts; and ‘tribal stigma’, such as race and religion. He also 
conceptualises three groups of individuals in relation to stigma. ‘The stigmatised’ are individuals 
who bear stigma, ‘the normal’ are people who do not bear the stigma, and ‘the wise’ are those ‘who 
are normal but whose special situation has made them intimately privy to the secret life of the 
stigmatized and sympathetic with it’ (Goffman 1963 page 28). ‘The wise’ might include 
professionals working with the stigmatised, the relatives and friends. Goffman suggests that stigma 
not only impacts negatively on the life of the individuals living with the stigmatising trait but also 
may influence the experience of ‘the wise’ as ‘courtesy stigma’.  
Goffman’s theoretical framework proved useful for investigators across disciplines, and the concept 
has been applied to an exceptionally wide range of health problems; from disability, mental health 
illness to chronic diseases and HIV/AIDS (Link and Phelan 2001, Parker and Aggleton 2003, 
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Weiss, Ramakrishna et al. 2006, Scambler 2009). However, there are some criticisms of the 
concept. Firstly, the concept of stigma has been criticised for being used too widely. Investigators 
have either provided no definition of stigma or defined it too vaguely and variously (Link and 
Phelan 2001). In addition, Goffman’s work has encouraged investigators to focus on individualised 
analysis; for example, stereotyping and the consequences of personal perceptions for social 
interactions rather than the structural conditions that produce stigma (Oliver 1990, Link and Phelan 
2001). As a consequence, stigma has been often viewed as ‘something in the person rather than a 
designation or tag’ that other people attach to the individual (Link and Phelan 2001 p.366). 
Furthermore, the notion of power is hardly mentioned in Goffman’s work on stigma, and has been 
frequently overlooked in research on stigma (Link and Phelan 2001, Parker and Aggleton 2003). 
Link and Phelan have elaborated stigma as a social process that exists when four elements, 
‘labelling, stereotyping, separating, status loss and discrimination co-occur in a power situation’ 
allowing it to unfold (2001 p. 382). In a later article, Link and Yang (2004) added one more 
element: emotional reactions. The authors explain that some human differences (e.g. race, sexual 
preferences, and disabling conditions) are socially selected as salient characteristics and affixed as 
labels. Understanding both the selection of salient characteristics and the creation of labels for them 
is very important in studying stigma. 
Stereotyping occurs when labelled difference is attached with undesirable characteristics; for 
example, the stereotype of mentally ill patients as dangerous. Separating means the connoting of 
separation between ‘us’ from ‘them’ due to the social label. Emotional responses and reactions to 
stigma can be detected in both stigmatisers (e.g. emotions of irritation, pity and fear) and 
stigmatised people (e.g. emotions of shame, embarrassment, fear or alienation). Emotional 
responses contribute to shape behaviours and the negative consequences to stigmatised people.  The 
last component, status loss and discrimination, occurs when labelling and stereotyping lead to 
negative outcomes. Discrimination includes both individual discrimination (some forms of obvious 
discrimination that a person directs at a particular person associated with undesirable 
characteristics) and structural discrimination (institutional practices that work to the disadvantage 
of a stigmatised group) (Link and Phelan 2001, Link, Yang et al. 2004).   
Recent discussion regarding conceptual frameworks about stigma has acknowledged the important 
role of power in constructing stigma. Link and Phelan (2001) state that ‘stigma is entirely 
dependent on social, economic, and political power’ (2001p. 375). Elaborating from Foucault’s 
work on the relation between culture/knowledge, power and the notion of difference, and 
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Bourdieu’s work on the relationship between culture and power, Parker and Aggleton (2003) 
emphasise that stigma and stigmatisation function at the point that culture, power and difference 
intersect. Rather than simply something individuals impose on other individuals, they emphasise 
stigma as ‘a process linked to competition for power and legitimization of social hierarchy and 
inequality’ (Parker and Aggleton 2003 p. 18). 
Labelling, stereotyping and discrimination toward children with ASD 
When my son, Bình, was 15 month of age, he went to kindergarten, then his teacher told me 
that Bình was slower than his peers, and I should bring him for a check-up. At the same 
time I also found that my son did not respond to me when I called him. He ignored me, and 
did not pay attention. I found it was strange, and I searched on the internet about this sign, 
and it led me to a parents’ discussion on autism. I found Bình had some symptoms that 
parents listed, including speech delay, not turning when being called, spinning things. I 
asked Bình’s teacher if my son was autistic, and the teacher said it was autism. I was so 
scared when I read information on autism on the internet. Is it true that it [autism] would 
become ‘thần kinh’ (schizophrenia) when children reach 10 years old? I was so scared. I 
took my son to the hospital […] the doctor said he had ‘dấu hiệu tự kỷ’ (signs of autism), 
and since my son got more than a score of 30 in a test, so it was he was severe, and needed 
intervention[…] I did not send my boy to any early intervention centre. Instead, I invited a 
teacher for private [intervention] sessions for my boy at home. For several months, I did not 
mention the term ‘autism’ to my in-laws but said that Bình was slow and need private 
mentoring. I was afraid that my mother in-law did not have enough understanding about this 
disease and might think that he (child with ASD) would be ‘bỏ đi’ (worthless) […], or she 
might tell other people about my son and autism, and they may think badly about my son. 
My husband and I had some troubles, not about my son, and we have been preparing to 
divorce. My family has not supported me to take the custody of my child. They said that I 
can divorce but can not bring my son with me, since my mother and brothers said my son is 
kind of ‘ngơ ngơ’ (crazy).  
This story was told by Hằng, a 29-year-old mother of a three-year-old boy, Bình. By the end of my 
field trip, her divorce procedure was completed, and her husband got custody of Bình. Her son 
stayed with his father and paternal grandparents. Hằng went back to live at her parents’ house and 
brought her son to live with her during weekends. Her son was sent to a private kindergarten for 
children with special needs. Hằng sent an email informing me that Bình achieved a significant 
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improvement in communication and behaviour. She also told me that another expert who conducted 
an assessment with Bình suggested that Bình might have another developmental disorder but not 
ASD. 
Although Hằng is not typical of most interviewed parents in this study regarding marital status19, 
her story reflects some common themes regarding labelling, stereotyping, and stigma toward people 
living with ASD. 
Labelling 
In the early 2000s, the term Tự kỷ was new in Vietnam not only for lay people but also for 
Vietnamese paediatricians. As mentioned in Chapter 4, many parents who had their child diagnosed 
at that time had never before heard of the term, and they did not have any idea on the meaning of 
that term. Thus information from professionals was extremely important for parents at that time. 
Both professionals and parents searched for information from available materials, mostly from 
foreign language sources. 
Much confusion has surrounded the terms used for autism in Vietnam. Parents and service 
providers recalled that previously there had been three terms used to describe this condition in 
Vietnam: ‘Tự kỷ’, ‘Tự tỏa’, and ‘tự bế’. ‘Tự kỷ’ has been the most common term for this condition; 
however, Tự tỏa’, and ‘tự bế’ were used sometimes. For example, Nguyễn Văn Thành, a 
Vietnamese professor working in France, used the term trẻ tự bế for autistic children in his material 
used in a workshop for parents of children with ASD in Hanoi around the middle of the 2000s. In 
another book entitled Health: questions and answers, the author described symptoms of autism 
under the title of Bệnh tự tỏa ở trẻ em (Disease of autism in children).20 
These terms have led to misunderstanding between this condition and schizophrenia. In a well-
known Vietnamese dictionary published in 2003, all three words tự kỷ, tự tỏa, tự bế were not in this 
dictionary.  There was only the term tự kỷ ám thị, which was explained as using psychological 
effort to force oneself passively to accept certain ideas (self-hypnosis) (see in Phế, Viện et al. 2003 
p. 1076). In another Vietnamese dictionary published in 2009, tự kỷ was defined as tự mình (self) 
and tự kỷ ám thị (Vietvanbook 2009 p.858).  In addition, a psychologist wrote in an article posted 
                                                           
19
 Two of the 27 parents participating in in-depth interviews and four out of 125 parents in the online survey were 
divorced. Divorce has been increasing recently, but it is still uncommon in Vietnam. The general divorce rate in urban 
areas in Vietnam reported in 2009 was 1.32 or 1.32 divorces per 1000 population (Tran 2012). Divorce is culturally 
discouraged and people with marital dissolution, especially women, are stigmatised (Locke 2014, Le Thi 2004). 
20
 In addition, an article entitled ‘Bệnhtựtỏa’ written by a doctor at a psychiatric hospital, posted in medinet in Ho Chi 
Minh City (a city in the South), described autism.  
http://www.medinet.hochiminhcity.gov.vn/ttyh/bshkhkt/benhtutoa.htm 
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on the internet that the use of these terms is confusing and the meaning of ‘tự kỷ ’as ‘self’ was not 
correct. He analysed that this word leads to the misunderstanding with the word ‘tự kỷ ám 
thị’21(self-hypnosis), which related to either a therapy in psychiatry or a sign of schizophrenia. In 
another article posted in an online newspaper, the author mixed up the two concepts ‘tự kỷ’ and ‘tự 
kỷ ám thị’. The author described tự kỷ (autism) under the heading tự kỷ ám thị’, while later the 
author presented the concept ‘tự kỷ ám thị’ as a psychiatric disorder.22 The following table 
summarises terms indicating autism that are used in Vietnam:   
Table 6: Terminology relating to autism 
Word in Vietnamese Defined in Vietnamese  Meaning in English 
Tự kỷ  
Tự mình 
Tự kỷ ám thị 
Autism 
Self 
Self-hypnosis 
Self-delusion 
Tự tỏa No definition in dictionary Autism 
Tự bế No definition in dictionary Autism 
Source: Vietnamese dictionary (Phế, Viện et al. 2003, Vietvanbook 2009) 
In Vietnam, autism has been considered as a disease (bệnh) rather than a disorder (rối loạn). 
Parents and service providers often use the term bệnh tự kỷ when talking about this condition 
during interviews. Media also use the term bệnh tự kỷ instead of rối loạn phổ tự kỷ (ASD). While a 
banner of the website tretuky.com defines autism as disability, and uses the terms tự kỷ or chứng tự 
kỷ (autistic condition), there are a number of articles on this website using the term bệnh tự kỷ, 
especially articles before 2012. The latest article that used this term, when I conducted a search of 
bệnh tự kỷ on this website, was posted on September 2, 2012 with the title ‘10 độc chất gây bệnh tự 
kỷ ở trẻ’ (10 chemicals cause autism disease in children). Recently, articles on this website used the 
words tự kỷ or chứng tự kỷ more often, but they do not use the term rối loạn phổ tự kỷ. The 
misperception that autism is a disease influences the responses of parents and professionals toward 
this condition. For example, some professionals claim that autism is curable and they can cure 
many children, and parents might spend lot of time and money to seek acure for their children. At 
the same time, the reluctance in using the term disorder might be a parent’s reaction toward stigma 
                                                           
21www.thuviengiadinh.com/tam-ly/tam-ly-tre/thuc-hu-ve-tu-ky (accessed December 6, 2012) 
22http://www.phununet.com/wikiphununet/ChiTietWiki.aspx?m=0&StoreID=6617 (accessed December 6, 2012) 
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associated with the term‘rối loạn’ (which is often viewed negatively as abnormal, lack of control in 
behaviours and capacity), or genetic etiology of autism.  
While this term tự kỷ was unfamiliar in the early 2000s, it has now become a term widely used and 
popular in Hanoi. Aside from clinical settings, this term appears to be frequently used in daily 
conversations and media with different meanings. In many cases, this term has been detached from 
its original meaning as a spectrum of a specific developmental disorder. Instead, it has become a 
popular label for children or adults who might have some emotions or behaviours that might not fit 
with the norms at certain times; for example, children who prefer to play/stay alone, who are not in 
a good mood, or have poor communication skills. One mother suggested in a parents’ forum that 
‘now, anything that is abnormal is autism’. 
For parents of children with ASD, the labelling of their children created the separation between 
their children and others in their immediate community. A number of parents explained that they 
feel sad and angry when other people, such as their neighbours, their children’s classmates, and 
strangers, call their children not by name but with the label ‘autistic’; for example, ‘tự kỷ’, ‘đồ tự 
kỷ’ or ‘bọn tự kỷ’ (the autistic). In Vietnamese, the term ‘đồ’ is often used to indicate an object or 
someone who is looked down on (Phế, Viện et al. 2003p. 232). The word ‘bọn’ means a group 
having a similar characteristic. These two words are intended to mention a group of those who are 
at lower position than the speaker, such as the younger, or those who have some negative 
characteristics. This reflects the application of power relations to position people within the social 
hiarrarchy. As mothers recalled: 
I told my old neighbours about my son’s condition since I thought that they may understand 
and sympathise with my son. Then, I found that some children in my old neighbourhood 
called my son as ‘Eh, autistic, the autistic comes here’, so, when I moved here, I decided not 
to talk with any neighbour about my son’s condition. (Hương, 42 years old, accountant)  
Yesterday when the children performed dances and songs on the stage, a group of teenagers 
passed by, and they commented and laughed at the children: ‘Oh, what are the autistics 
doing here?’, ‘Look at that autistic guy; oh, all of them are such autistic guys’. All of these 
comments and behaviours made me sad. (Lan, mother, 39 years old, housewife) 
Moreover, parents were concerned and offended by the current ‘fashion’ for using the word ‘Tự 
kỷ’. When I typed the word ‘Tự kỷ’ in Google, it came up with 1,960,000 results in 0.18 seconds, 
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and then showed 18 pages of a total173 results; all of these results were Vietnamese.23Besides 
valuable information sources on ASD, some of the results lead to short clips of young people 
pretending to be autistic for fun24, and some articles use the word in their titles without anything 
related to ASD in the content; for example, the article ‘Tự kỷ vì vòng một quá khổ (Autistic because 
of big breasts).25 Notably, in late March 2012, a workshop on psychological disorders (rối nhiễu 
tâm lý) among children was advertised in the public media and website tretuky with the title ‘(Trẻ 
bình thường) Normal children to trẻ có nét tự kỷ (children with signs of autism): recognition, 
prevention and early intervention’. This advertisement created critical debate in a forum of 
tretuky.com on the overuse of the term ASD for marketing purposes, as well as misunderstandings 
and stigma toward ASD and parents of children with ASD. The parents later requested the 
workshop organiser withdraw the term ‘tự kỷ’ in their workshop title.26 The following is one 
mother’s response to the person who posted the advertisement27:  
What is the topic of your workshop: psychological disorders or tự kỷ? These two things are 
different. If you want to discuss [psychological] disorders, just talk about disorders; why did 
you mention the term tự kỷ? (it is clever to use the term ‘nét tự kỷ’ (signs of autism) – so 
readers might understand that psychological disorders are similar to tự kỷ or mild tự kỷ). 
You want to attract more people, don’t you?  
Since late 2011, autism has become a popular term. For example, the article ‘Bất bình với mốt…tự 
kỷ’ (Discontent with the fashion…autism), posted on 23 August 201228: 
The word ‘tự kỷ’ has never been such a‘mốt’ (fashion) as it is at present. ‘Tự kỷ’ has become 
a popular word for many people at classrooms, cafés, and offices. There are so many groups 
in Facebook with the label ‘Tự kỷ’, for example: the group of people frequently autistic, the 
group of people autistic sometimes, and the group of people who like to be autistic, etc.  
                                                           
23On August 5, 2013. At the end of page 18, there is a sentence explaining why they show only limitedresults: ‘In order 
to show you the most relevant results, we have omitted some entries very similar to the 176 already displayed’. 
24
 There were some clips made by young Vietnamese posted onYouTubethat provided negative images of individuals 
with ASD. They used the word Tưkỷin the title, and reinforced the stereotypes of people with ASD, including speaking 
alone, singing alone, and body language.  
25
 This article was posted on15/5/2012 talking about services of breast surgery in China: 
http://www.thanhnien.com.vn/pages/20120515/tu-ky-vi-vong-mot-qua-kho.aspx 
26
 This advertisement also provided information that led to misunderstanding on ASD, such as it listed autism as one 
example of psychological disorders: http://www.tretuky.com/forum/yaf_postst1076_Hoi-thao-Tu-tre-binh-thuong-en-
tre-co-kho-khan-tam-ly--Nhan-biet-phong-ngua-va-can-thiep-som.aspx 
27These are all acts by parents trying to address stigmatisation and the negative construction of autism. I write further 
about parental activism in Chapter 8. 
28
 http://dantri.com.vn/su-kien/bat-binh-voi-mot-tu-ky-632991.htm 
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This article noted the opinion of a psychologist that the trend may result from the lack of 
understanding of this condition. This also reflected the parents’ feelings of sadness, disappointment, 
and anger when they witnessed this term used incorrectly. A parent in this article stated that the 
overuse of this term led to the misunderstanding of this condition and made parents more stressed.  
Stereotyping: mental illness and danger 
Parents are concerned about labelling because they know that there are many stereotypes attached 
to their children. These include attribution of ‘madness’, ‘worthlessness’, ‘being a burden’ and 
‘being dangerous’.  
Attribution of madness is the most stigmatised stereotype that children with ASD in Hanoi suffer. 
Before the 1980s, in developed countries, ASD was considered an early form of childhood 
schizophrenia (Wing 1997, Geschwind 2009). The DSM–III in 1980 officially discarded the 
mistaken connection between autism and childhood schizophrenia (Volkmar and Klin 2005, 
Geschwind 2009). However, the association of ASD and schizophrenia remains strong in 
conversations of respondents in this study.  
In her story cited earlier, Hằng expressed her concern that ASD would become schizophrenia if not 
treated. She also described how her brother and mother viewed that her son was mad. Hằng’s 
concern is not unfamiliar. Some parents were still confused about whether children with ASD 
might become schizophrenic without appropriate intervention. The following is the conversation of 
one couple. 
Wife: Our child often talks without meaning. Truly, it is a sign of tâm thần 
(schizophrenia/mental illness). If not, what is? For example, one boy, he does not talk 
without any meaning like my son, but he talks constantly about advertisements. This is a 
sign of thần kinh (schizophrenia): speaking with no meaning and not fitting with the 
context. I do not mean autism is thần kinh, tâm thần29 (schizophrenia), but talking like this 
is a kind of mental illness.  
Husband: People also say that if these children have no intervention, they would develop a 
kind of schizophrenia. Autism and tâm thần (schizophrenia) mix together.(Chi, mother, 43 
years old, and Nam, father, 48 years old) 
                                                           
29The mother mixes up thần kinh and tâm thần. In her point of view these two terms are the same and mean 
madness/schizophrenia. 
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The stereotype associating ASD with schizophrenia was frequently referred to by other lay people 
such as neighbours, school staff and grandmothers. One grandmother stated that she did not allow 
her children to let other people know about her granddaughter’s diagnosis of ASD because she was 
afraid that other people would link ASD with schizophrenia. The concern of this grandmother 
reflects a courtesy stigma as well, as she does not want the family name to be associated with 
madness. 
‘There is a boy in floor 5. He studies in Grade 4 or 5, he studies well. However, sometimes 
he has the similar signs [like my granddaughter]; for example, shouting loudly, or standing 
still on the street. Other neighbours say that he is thần kinh, đơ đơ (crazy). Therefore, I 
asked my children not to tell other people since my granddaughter will grow up and need 
her future (grandmother). 
As I note earlier in Chapter 2, in Vietnam family status and the maintenance of ‘face’ are very 
important. Grandparents and parents may insist on a denial of the diagnosis.  
Awareness of ASD has been improved because of big efforts by parents to advocate for the rights 
of children with ASD (see Chapter 8). However, there were still some service providers who 
reinforced incorrect stereotypes. For example, a primary teacher of children with special needs with 
two children with ASD in her class said: 
These children would be called thần kinh (mental/crazy) in rural areas. It is correct partly. I 
remember, one time, I asked them to go to wash their hands after afternoon tea, but I waited 
for a while and did not see them come back to the classroom. I walked out and found that 
they took some food from the waste bin. It was so pitiful. I caught them twice, and they may 
do that other times. (Primary teacher) 
Another service provider commented: 
I can see that if children with ASD are not given proper intervention, they would become 
very severe. Now they may be PDD (pervasive development disorder), but without 
intervention, they become severely autistic. If they are typical autistic, without intervention, 
by the age 18, 20 they will become mental patients and might be hospitalised in mental 
institutes because of their behaviours. (Service manager)  
These opinions explained why the stereotype of madness was such a concern for parents. While 
there are still several questions in terms of causes and interventions for ASD, the beliefs of service 
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providers greatly influence parents. One mother recalled her experience when she sought 
assessment and intervention in 2005: 
You know, the sentence that all mothers would remember is ‘Autism will become 
schizophrenia’. At that time, doctors said that, books, materials said that ‘children with 
autism will become schizophrenic’. You might imagine that, as parents, it is terribly 
horrible to think about schizophrenia. At that time, I did not know about autism, I was not 
scared of the word autism, but listening to what the doctor said, I was so scared and put my 
daughter into the intervention centre right away. (Mai, mother, 37 years old, receptionist) 
The stereotype was strongly negative. One mother said in tears: 
There are more people who know about autism but the number of people who have correct 
understanding of autism is still very limited. The misunderstanding that an autistic person is a 
‘thằng tâm thần’ (crazy man) is very painful, like being thrust with a knife. I cried a lot when 
I thought that my beautiful boy would go out without any clothes; eat up dirty food from the 
rubbish bin. I was scared if there was not any treatment, and my boy would live like a 
schizophrenic person [crying]. (Hà, mother, 44 years old, housewife). 
Literature on mental illness in Vietnam shows that the awareness of the population about mental 
disorders is very limited and stigmatisation toward mental illness is a large problem. It is noted that 
‘whenever people think about mental illness, they will certainly think about madness and strange 
behaviours’30(Hong 2008 cited in Vuong, Van Ginneken et al. 2011 p. 3). This contributes to why 
people often associate ASD with schizophrenia. In addition, the  sensory issues experienced by 
individuals with ASD are not recognised in Vietnam, though sensory issues are one of the 
significant challenges that individuals with ASD experience. 
Sensory seeking and stereotypic behaviours such as waving hands, rocking, moving and talking 
constantly are often misinterpreted as being abnormal. In a weekly seminar series on occupational 
therapy for parents in Hanoi, the OT was often asked questions by parents about how to control 
their child’s repetitive or sensory seeking behaviours. Though the parents understood that these 
behaviours were helpful for their children (for example, rocking might be calming or soothing or 
help them block out overwhelming stimuli), they still felt that their children needed to control them 
in public areas (in order to minimised the perception of craziness, abnormality). Thus, a short film 
on sensory behaviours was developed during this project for display during the photovoice 
                                                           
30Hong, M., 2008. Mentally ill patients face discrimination. Vietnam news 
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exhibition in order to raise awareness about sensory issues and reduce stigma toward children and 
parents (see video clip ‘Stories of my senses’). One mother said in the film: 
Behaviours of my daughter such as waving her hands, speaking by herself, or her face 
expression in public attract attentions of other people or make them irritated. In the past, I 
was very embarrassed in these situations and often forced my daughter to stop these 
behaviours[…]. 
This film which was viewed by members of the public throughout the photovoice exhibition 
received positive responses from visitors. A number of small workshops on sensory issues were 
also held at the exhibition. However, we did not distribute the film widely, since there was concern 
from parents that someone may misuse the images of their children in the clip for a negative 
purpose. This reflects the strong concern about the stigma associated with children with ASD 
because of these behaviours, and the stereotype that associated ASD with mental illness. This links 
with what Goffman mentions about the visibility of difference. 
The stereotype of madness attached to individuals with ASD is compounded by stereotypes of 
danger. A person who worked at one early intervention centre for children with intellectual and 
developmental disorders, including children with ASD, expressed her views of these children: 
The future of these children is very scary. These children look cute when they are young, but 
when they grow up, there would be so many problems. Studies in the US show that these 
children even rape their sisters. You see, they are not aware about their behaviours, so they 
might take off their clothes and masturbate in front of strangers. It is crazy isn’t it? They are 
an extreme burden for the family. (Service provider, 40 years old, at early intervention 
centre) 
Stereotyping: worthless and a burden 
Other stereotypes toward individuals with ASD are that they are worthless and burdensome for 
their family and society. The following are opinions of a service provider, and a teacher’s aide. 
An individual with ASD is a burden for the family, the society. (Service manager) 
Whenever Anh31, and other children like Anh get close to the school guard room, these school 
guards shout ‘Get out, your teacher is outside, not in here’. They talk with negative attitudes. 
                                                           
31
 Anh: a girl with ASD studying at a mainstream school. 
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It seems that in their mind these children could not learn anything, [are] helpless, worthless 
and only make trouble. (Teacher aide) 
Such opinions make parents feel disappointed, angry and hopeless. Some parents recall that they 
were advised by service providers to have another child. Phases that service providers told the 
parents about their child with ASD included ‘có cũng như không’ (good for nothing), ‘chỉ để làm 
cảnh’ (for decoration only).  
When I met Dr X, she said to me a sentence, ‘You should have another birth immediately, 
this child seems to be có cũng như không (good for nothing)’. That means my boy was ‘vứt 
đi’ (worthless)… (Bách, 39-year-oldmother, accountant) 
Discrimination 
Discrimination includes direct discrimination toward individuals and structural discrimination. It 
involves overt and covert applications of power against the group who are different (Link and 
Phelan 2001, Parker and Aggleton 2003). In this part, I will present direct discrimination toward 
children with ASD as was experienced by study participants in Hanoi. These included education 
exclusion and bullying.   
At present, going to school is not as hard as it was in my daughter’s time. At that time, we 
were in the process of moving between schools. They accepted then kicked out our children, 
and we went to other schools. I visited eight schools in total for my daughter’s primary 
schooling. During the summer, as we went [to different schools] to try to find a place for 
our children, we would meet [other] parents along the way. We could tell just by seeing 
them if it was going to be possible or not [for our children to attend]. We knew that most of 
the time, they closed the gates on our children. If we really wanted to get in, we would need 
a relationship or would be able to pay many fees and requests. My daughter’s generation 
was disadvantaged. (Ngọc Anh, mother, 39 years old, university lecturer, has a 13-year-old 
daughter with ASD) 
Though parents acknowledged that at present children with ASD were more accepted by schools 
than they had been in the past, this phenomenon still exists. As one mother, who had a two and half 
year old boy, stated: 
When my child got the diagnosis, I told the [teachers of] kindergarten that my child had 
autism, and needed to have intervention sessions in the morning and study at the kindergarten 
in the afternoon. They did not accept my son [to continue studying]. They said, first, study 
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time is limited, and my son with ASD will affect other children. It is the main reason. I found 
that children with ASD are so disadvantaged. These children are also human; they only have a 
disability, why does society push them away? (Lan, mother, 28 years old, housewife) 
The parents said that school managers provided a number of reasons to reject their children. These 
reasons included that ‘school time schedule does not fit with children’s needs’, ‘the school does not 
have sufficient teachers’, ‘already enough students in the classroom’.  
Parents said that because of the discrimination many parents did not reveal their child’s condition 
when they applied for school entry for their child. However, when schools found out about the 
condition of their child, or school managers changed, the children were at risk of being expelled. 
For example, at first the school manager for Bách’s son accepted him to study Grade 1 in a private 
primary school. Then a teacher of that school found out that Bách was mother of a child with ASD 
since she and Bách participated in a workshop on interventions for children with ASD. The next 
day, the school principal asked Bách to take her son home. Another mother recalled that her 
daughter was very happy in school, and then a new school principal came. She did not expel the 
girl. Instead, she did not allow teachers to accommodate the special needs of the girl. 
Ms Mai did not say directly that she would expel our daughter, but she closed all ways that 
other teachers could support our girl. She did not allow the teacher of my girl to follow the 
curriculum that I prepared for her (teacher). So, Ms Mai considered my girl as an học sinh 
dự thính (observer) in class only. (Ngọc Anh, 39 years old, researcher)  
The situation where children with ASD physically attended school but did not participate in school 
activities was captured in both interviews and through my participant observation. As mentioned in 
the case of Thái in Chapter 7 on photovoice, Thái was not engaged in most class activities. He sat 
in the classroom, but was almost invisible to his teachers and friends. When I followed another boy, 
Long, in a primary public school, I also found that he and his school aide mainly studied and 
socialised together. The following are my notes of my three morning visits with him in his class.32 
I asked the permission from the main teacher of Long’s class to stay at the back of the 
classroom, right behind Long and Mrs Loan (his teacher aide). Long and Loan sat together 
in the last table at the right corner of the classroom. Mrs Loan repeated softly what the 
teacher said, and guided Long to follow the teacher’s instructions. In the two lessons of 
                                                           
32Long studied Grade 2 at the public primary school in the morning. His parents hired one newly graduated Bachelor 
student to accompany him in school. After school, the school aid gave him a ride to a parent-run group. Long had 
lunch, and got both group activities and individual intervention in afternoon sessions.   
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mathematics and Vietnamese I attended, the teacher did not pay any attention to Long. She 
walked around the classroom but did not come to Long’s table. She invited other students to 
answer questions or do some maths at the blackboard, but she did not ask Long or look at 
Long. During the break, the children came to Long’s table and asked Loan to have a game. 
Loan came to the front and instructed the children in a game. She tried to engage Long, but 
Long did not want to play, and went back to his table. After a few minutes the children 
gathered in a group to play together. Long sat next to Loan and the two of them talked to 
each other. After the break, I went with Long and Loan to attend music class. The teacher 
was cheerful, and I found that Long was excited. He could sing a little bit together with his 
peers. The teacher asked some students to sing solo, and then asked students to sing by 
group. Long sang together with his group. Then I moved to his physical education. The 
male teacher seemed not to pay attention to Long. He called groups of student go to the 
front to perform. Long’s classmates in his row came to perform, but Long stayed there, 
playing by himself. The teacher did not say anything to him. I asked Loan if the teacher 
allows him to skip his lesson. Loan told me that she told the teacher in the first day of 
school year about Long’s condition. He did not say anything but also never requested Long 
to do anything. Long just followed his peers. When Loan found that Long may be tired, she 
asked the teacher permission to skip the lesson.    
 
              Figure 10: During free time at Long’s classroom 
                      (photo taken by researcher at November, 2011) 
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I have asked 10 parents who have their children studying at mainstream primary or secondary 
schools about their attitudes toward the mainstreaming of their children in school.  Some parents 
expressed their satisfaction that their children could study in school, and found they have improved; 
however, some parents expressed concerns about the quality of education. Many parents said that 
they recognised some difficulties their children may encounter in school, but in the context of 
Vietnam they could not ask for more. As Bách shared:  
Mother: When the representative of the Hanoi department of education stated on television 
that ‘I instruct schools to accept children with ASD’, I think it is good. I know they accept 
my child but they do not do anything for him. That means they let they him sit in the 
classroom, but I think it is good enough. They accept these children, it is an improvement.  
Researcher: Have you ever attended your children’s lessons? 
Mother: They normally do not allow this. However, I know my child’s (situation). First, the 
class is too crowded, 56 children, so the teacher can not do anything. The teacher may ask 
the whole class to open a book, but my son may not follow. I know that my son could not 
follow much, but he can do somethings. For me it is good. He knows how to function in a 
group.  
Bách referred to the system of education, the policy toward education inclusion, and efforts to 
implement this policy. This is a story of structural discrimination that I will discuss later.  
In addition to the issue of being excluded from school activities, parents also reported their children 
were bullied.  
I often thought that I made a mistake when I forced my son to go to school. He was fine in 
the first four years at his previous school. However, when we moved our house, he had to 
move to a new school. The teacher was very sympathetic, but his classmates often bullied 
him. He was hit very often. I sometimes found bruises on his arms. When he moved to 
secondary school, he encountered more problems. His classmates not only were not 
sympathetic with him, but also teased him; for example, asking him to climb up trees and 
jump down, or break a tree. Once he was asked to throw stones at a car, and was almost 
beaten by the driver. I was worried and told my husband let to him stay at home. (Bich, 
mother, 38 years old, medical doctor) 
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The online survey showed that among 93 parents who had children currently at school and 
answered the question33, 57% of them believed that their child with ASD was being bullied in 
school.  
Table 7: The distribution of different types of bullying that the children suffered (N=53) 
Experience of bullying at school Number Percentage (%) 
Being called bad names 18 34 
Being teased, picked on or made fun of 25 47.2 
Being pushed or shoved 18 34 
Being hit, slapped or kicked 15 28.3 
Being ignored or left out of things on purpose 45 84.9 
Having others steal their things 19 35.8 
Having rumours or lies spread about them 19 35.8 
 
This table showed that being ignored or left out of activities on purpose was the most common form 
of discrimination toward children with ASD in school. Almost all (85%) parents who believed that 
their child was experiencing discrimination at school thought that their child was ignored or left out 
of activities. During in-depth interviews, parents shared more detail about their children’s 
experience and their opinions toward the practice.  
For school excursions, e.g. trips to the temple of literature or Ho Chi Minh Mausoleum, these 
children are forced to stay home. The principal states that they are not allowed to join since 
they will affect the school’s image. We feel hurt and feel pity for our children. [...] I do not 
understand why they do it, why do they worry about school images or appearance and do not 
think about the children as people? If there is anybody concerned about what the children 
feel? Nobody, I think. I also do not understand why they did not allow these children to 
participate in (aerobics) school performance. All students in class were going to join in a 
school performance in the school ground, and only two children were asked to stay in the 
                                                           
33
 The question is ‘Do you believe that your child has been bullied at school?’ 
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classroom. You feel hurt, don’t you? Why do they discriminate against our children? What we 
want is their support in these activities, not just giving a gift box.34I do not want a gift box. 
(Mai, mother of a daughter with ASD, 37 years old, receptionist) 
These stories reveal the gaps between the mainstreaming policy and its implementation, a rights-
based approach to disability versus a charity-based approach, and the involvement of the family in 
school activities. These issues will be discussed later in the section on structural discrimination.  
Stigma toward parents 
In this study, stories of parents of children with ASD indicated that the parents and families 
experienced various forms of stigma. These include undesirable emotional responses of parents of 
children with ASD, and negative attitudes and behaviours of other people toward the parents. I will 
situate these stories under the complex matrix between Vietnamese cultural values, traditional 
beliefs on disability, and anticipated roles of an individual and family.       
Beliefs on causality of disability add more stigmas toward parents of children with ASD. In some 
societies, for example, in Asia, disability sometimes is seen as a punishment for the sin of previous 
generations (Liu 2005, Huang, Fried et al. 2009, Edwardraj, Mumtaj et al. 2010). In many societies, 
the genetic association of mental disorders results in the stigmatisation toward the whole family 
(Grinker 2007, 2010). Many parents, especially mothers, continue blaming themselves or are 
blamed by others because of contemporary knowledge and traditional beliefs about parental 
behaviours (e.g. parenting style, smoking, eating badly during pregnancy) that may cause mental 
disturbances in children (Green 2003b, Groce 2005).  
Feelings of inferiority 
I met Mai one weekend afternoon at her home, a neat and cosy apartment, located in a newly 
established neighbourhood which was about 12 kilometres from the centre of Hanoi. Her husband 
was not at home. Instead, her mother and one middle aged female helper were there to help her take 
care of her children. After feeding the one-year-old boy, Mai suggested her mother and the helper 
take her nine-year-old daughter and her son to her mother’s home, so she could have a conversation 
with me. Mai talked openly about her journey of seeking services for her daughter, her active 
involvement in activities of the Hanoi Club, such as translating materials from English into 
                                                           
34Respondents reported that in the day for people with disability in Vietnam, 18 of April, in some schools, children are 
invited to go in front of school to receive gifts. On the one hand, this practice expresses the attentions of school leaders 
to children with disability. However, in parents’ point of view, this puts label to their children. 
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Vietnamese for other parents, and her daughter’s experience of stigma and discrimination. During 
her story, Mai also spoke about her feelings as mother of a daughter with ASD. 
As parents of children with ASD, we feel mặc cảm (complex/inferior). When we go out, we 
do not always feel confident, not always, especially with colleagues. I can share (about my 
child) with my close friends, but cannot talk openly with friends such as classmates at 
university or high school, who I meet only a couple of times a year. Sometimes, a friend 
asks me ‘how is my girl’, I often redirect, and rarely answer the question. I have my own 
inferiority, feel so inferior […]. Anyone is proud of his/her child if the child is giỏi giang 
(talented); this is why we feel inferior. We feel inferior, and it is difficult to have self-
esteem. It is not easy for us to speak out. Gathering together with other parents who have 
sáng láng (bright) children, we somehow feel yếu thế (inferior). Sometimes, we think that 
we work harder than parents who have these bright children, why do we need to feel 
inferior? However, that is our excuse, but deep inside, we still feel mặc cảm (inferior). The 
issue is our children are not even normal […].  I think I feel inferior partly because [people] 
do not either confirm or disapprove genetic cause. […] When I knew that my daughter has 
this hội chứng (syndrome), I felt guilty. Though I did not know what my fault was, I still 
had the feelings that I was not a thật là tốt (really good), toàn diện (comprehensive) person, 
[since] I gave birth to this child. […] I only bring my child with me when I am with close 
friends. You see, this is my inferiority. A couple of times, I brought my child to attend 
parties organised by my organisation. However, I regretted it since my girl had some 
behaviours which were not normal in the eyes of others. These made me feel 
uncomfortable, inferior...It is hard to describe [these feelings]…(Mai, mother, 37 years old, 
receptionist) 
In her story, Mai repeated several times the word ‘mặc cảm’ (inferiority complex). Though she 
could not rationalise well her feelings of inferiority, she felt guilty when she was informed that her 
daughter had ASD, she felt inferior when she talked with others who had other children who ‘look’ 
more intelligent and bright. Mai also talked about the feeling of not being a good person when she 
had a child with ASD.  
Other parents in this study also shared their feelings of inferiority, shame, disappointment, stress 
and anger, and fear for their children’s future.  For example, one mother, who quit her successful 
career to stay at home taking care of her son, stated that: 
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I feel tự ti (inferior), especially when I go out and meet neighbours, they look at me with 
different signs. Some of them may think that staying at home is my sacrifice for my son, but 
some others say behind me that ‘I was deserted for this’. I feel that I am very unlucky. 
Many of my friends are successful, and their children study well. I feel tự ti. Sometimes I 
find myself very contradictory. I feel hurtful and sometimes I felt aggressive, easily 
angered… (Hà, mother, 44 years old, housewife). 
A number of service providers said that one of the challenges for parents to access services for their 
children and coping with ASD was the feelings of mặc cảm (inferiority). They thought that 
although understanding toward ASD had improved, and stigma toward children with ASD seemed 
to have lessened, many parents still felt inferior and did not want to disclose their child’s condition. 
As one manager of an early intervention centre for children with ASD stated: 
Parents still feel inferior. They want their child to have intervention, but they hide that, they 
do not want to talk with others that their child has this condition and has intervention in this 
centre, that centre. They do not feel this is a normal thing. (Hằng, doctor, private early 
intervention centre) 
Being normal is highly prized by Vietnamese people. Some studies suggest that being different, 
such as having a disease that others do not have, using a drug or contraceptive others do not use or 
having more children than others, is undesirable and often stigmatised in itself (Gammeltoft 1999, 
Whittaker 2002). Thus, having a child who differs from other kids makes parents of children with 
ASD in Hanoi see themselves differently, and it contributes to their feelings of inferiority and 
separation from other parents. 
Being blamed and stigmatised 
Parents in Hanoi report that they are blamed for causing ASD or making the condition more severe. 
Prejudices include beliefs that parents spoil their children, do not know how to teach their children, 
do not spend enough time with their children, and for handling the role of taking care of children to 
grandparents and domestic helpers.  
The theory of the ‘refrigerator mother’ as causing ASD dominated understandings of ASD in the 
1960s and 1970s (Geschwind 2009). Because of the scientific discourse, many parents felt guilty, 
stressed and were blamed for their child’s condition and children were given unnecessary and 
expensive psychotherapies instead of appropriate education and supports (Wing 1997, Wolff 2004). 
Though this theory was disproven some 40 years ago, it still exists within some discourse on ASD 
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in Hanoi. For example, the article entitled ‘Autism, a disease of rich families’, posted on August 30, 
2010, cited the opinion of doctors at the NHP:35 
Doctors noted that most children with autism (tự kỷ) were born in rich families, or they have 
successful, famous parents or their parents are busy, and do not have time for them. Many 
mothers stop breastfeeding early or even do not breastfeed their children. When the children 
are only a few months, they give their children into the hands of nannies or domestic helpers 
to throw themselves into business or long-term study abroad…Doctors confirm that, in 
terms of psychology, separating children from mothers’ care earlier makes children feel 
lost, lonely. If children have some factors of autism, the disease will become more severe. 
On the other hand, taking care of children too much, with lot of materials but lack of 
socialization and interaction with other kids leads autism to become more severe too.  
Some parents suggested that the misunderstanding that Tự kỷ là do cha mẹ (autism is caused by 
parenting) was one of their biggest challenges. Parents have made efforts to counter the stigma, 
through actively providing information to the media, showing images of parents working hard at 
intervention for their children, and even posting websites. However, they recognised the 
misunderstanding that links autism with parenting was still common. One mother said: 
At the earlier time, most articles in the media said autism is caused by parents. Then, 
parents who work in the media wrote back, so now there is a mix between right and wrong 
information. Some articles still say that autism is caused by parents. This makes me upset. 
(Bách, 39 years old, accountant) 
During my observations at services facilities I witnessed the prejudiced attitudes of some service 
providers toward parents. Service providers gave comments on the way parents treat their children; 
for example, chiều quá (coddle too much), did not know how to play with children, needed to talk 
more with children, and did not identify and intervene with children earlier. The following is my 
note at one examination session in a centre providing assessment and intervention services.  
Service provider (SP): What are the reasons for examination here?  
Mother: He got a diagnosis conclusive of autism since he was two. He had some 
interventions in the NHP. I knew your centre some days ago when I watched TV.  
                                                           
35http://baovequyentreem.vn/index.php/2010/08/30/2795/ 
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SP. How careless are you? This centre has been established for more than 10 years. Your 
son is five years old, so severe, we will not accept him. If you do not agree, you can take 
your examination fee back. He has lots of behaviour problems. So severe, how we can 
intervene him? 
Mother: Please let him in. 
SP: I can not let him in, since it is too crowded already. You let your son have interventions 
for three years at the NHP. You found your son’s condition became worse. You should have 
searched for information to have better intervention. Let’s see your education. Accountant. 
You are an accountant, but you have such poor awareness, so you should bear the 
consequences.  
Parental blame is a common theme in a number of parents’ stories. For example, one mother 
recalled: 
My parents in-law said that I did not teach my son, and maybe my parents have only 
daughters so I was spoiled and my son was spoiled. When he was four years old, he 
repeated sentences.  This sign of autism was quite clear, but I did not know this disease, I 
thought because I did not teach him so he became like this. (Bich, 38 years old, medical 
doctor) 
The blaming attitudes of other people and service providers make parents feel embarrassed, guilty 
and uncomfortable. This prevents them from talking about their children’s condition or seeking 
support. One mother, who worked hard to educate her son and translate materials into Vietnamese 
to share with other parents, reported: 
They often blame me: ‘You spoiled your son at home’. They said ‘Why don’t you do this, 
why don’t you do that’. For example, when I took my son to have a dental check-up, the 
dentist said ‘There is no child who did not lie down when I ask them. You spoiled your son 
too much, take your son home’, or his teacher told me ‘You must be very cranky. Do you 
spoil your son?’ They blame me, ask what I did, so I feel stuck, desperate, and I do not want 
to explain or meet them. I avoid talking with the teacher, and don’t go to parents’ meetings. 
(Bách, 39 years old, accountant) 
One father did not want to talk much about stigma towards his son and himself, since he justified 
that his son was hyperactive and easily created trouble for other people. However, his story also 
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revealed his sadness, embarrassment, and worries from the emotional responses and behaviours of 
other people.   
One day, I took my son to a shopping centre [where it had a playground for children]. My 
son took over a ball from a girl, and I could see the angry look in the woman’s eye. She 
walked away and insulted that ‘bố con cái nhà vô học’ (uneducated family). I felt very 
angry and upset because of her words, but then I learnt to accept it. Another time, my son 
and I were in a café. Though I kept my eyes on him, he was very quick and put his hand into 
the coffee of a man sitting next to me. If I hadn’t said sorry to him and explained that my 
son was sick, my son would have gotten a slap. For children with ASD, we could not 
anticipate what would happen, therefore going out with them, is extremely difficult. 
Therefore, I do not blame anybody… I never take my son to my maternal family. I know I 
am wrong, but I feel hesitant and uncomfortable […]. (Linh, father, 37 years old, own 
business) 
Results from the online survey showed that, among 109 parents who answered questions on their 
experiences of stigma, over 73% of these parents encountered experiences that other people pitied 
them as they had a child with ASD, or commented negatively about their child. Around 60% of 
these parents experienced strangers talking negatively about them since they had a child with ASD, 
or people that they know commented negatively about themselves or their families. Nearly half of 
the respondents worried about telling other people about their child or experienced unfair treatment 
of their children. A few people said that their children were prevented from clan activities and 
about 17% experienced being looked down on by family members. The following table is the 
distribution of parents’ experience toward stigma. 
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Table 8: Reported experiences of parents toward stigma 
(Online survey, N=109) 
 
Experiences described  
Positive response 
(number) 
Percentage 
(%) 
Strangers commented negatively about 
your child 80 73 
Strangers talked negatively about you 
since you have a child with ASD 67 62 
People you know commented negatively 
about you and your family 63 58 
You were pitied (thương hại) because you 
have a child with ASD 80 73 
Family members looked down on you 
since you have a child with ASD 19 17 
People treated your child unfairly 52 48 
You were worried about telling other 
people about your child 54 50 
You and your child were prevented from 
attending clan activities 10 9 
 
Underlying stigma 
Expectations of being parents 
Why do parents of children with ASD, for example, Mai and Hà, have strong feelings of 
inferiority? Why do Van and many other parents experience the feeling of being pitied although 
they do not like this? Why do parents of children experience other forms of stigma, such as 
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receiving negative comments? The next sections will discuss some cultural and social factors that 
contribute to shaping stigma toward parents of children with ASD.  
As mentioned in chapter 2, Vietnamese culture highly values social norms concerning the 
importance of family, filial piety, and ancestor worship. These traditional values help to explain 
why Mai and many other parents of children with ASD feel inferior when they have children with 
ASD. As parents, they want to have a healthy child, who continues their family line and honour, 
and takes care of them when they get old. However, their children are stereotyped as mad, 
worthless and a burden, while understanding of the causes of ASD is still unknown. Thus some 
parents objectify their child as their ‘sản phẩm lỗi’ (failed product). A mother, who disclosed her 
son’s status in public explained reasons that many parents feel inferior with their child with ASD: 
Parents think that their products are failures so they feel shamed if other people, such as 
colleagues, friends, or even ex-lovers, know that they have a child with ASD. They are 
afraid that their image is not good, deformed; thus they hide, they do not want to disclose 
what they think is bad. (Lan, mother, 39 years old) 
A few parents shared their sadness since they thought their child’s condition may have resulted 
from them. For example, Ly: 
It was terribly sad. I was depressed about it. I did not want to meet anybody, did not want to 
go out for a long time. I felt reluctant when other people asked me about my son. It was 
terrible. I thought a lot, and have been worried if it is because of me. (Ly, mother, 35 years 
old, own business) 
Is a child who is not outstanding an ordinary child? 
The issue of not having a sáng láng (bright), giỏi giang (talented) child is more problematic within 
the current context of Hanoi, Vietnam where education is highly valued. What Van told me about 
her feelings when other parents chat about the achievement of their children reflects practices in 
most schools. In Vietnam parents are often required to attend three parents’ meetings (họp phụ 
huynh) a year between the main class teacher and all parents. One is in the early school years. In 
this meeting, teachers inform parents on the school regulations, school curriculum, and invite some 
parents to join the class parents’ committee. The second and the third meetings are held at the end 
of semester 1 and semester 2 respectively. In these meetings, teachers announce the overall study 
achievement of school and class, including how many students are in each category, including giỏi 
(outstanding), tiên tiến (good students), trung bình (passable/average) and lưu ban (fail). Then the 
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teacher publically names who is học sinh tiêu biểu (the role model) of class, who are awarded for 
achievements, and who needs to pay attention, for example, at lowest level of study results or to 
improve their behaviour. Teachers may distribute the study results of class for all parents to have a 
look. In the meetings, representatives of the parents’ committee also report class activities and 
expenditures of extra activities; for example, parties and gifts for students and teachers.  
My own son studied Grade 1 in a middle ranking private school. I attended họp phụ huynh (parents’ 
meeting) of his class in May 2012, and the following is the report of his teacher: 
100% of school students achieved hạnh kiểm tốt (good attitude and behaviour), 90.3% of 
school students are outstanding, 8.9% are good […]. In semester 1, our class had only one 
học sinh tiên tiến (good student), Thanh. But in this semester she studied hard, so that all 30 
students in our class achieved học sinh giỏi (outstanding students). 
When I listened the report of my son’s teacher, I wondered what would I feel like if my son 
differed from other students in class, for example, if he was the only child who was only a ‘good 
student’, or’ average student’, instead of ‘outstanding student’? What would I have felt if the 
teacher reminded me about my son’s behaviour in front of other parents? Mai repeated the word 
‘mặc cảm’, and shared how she felt miserable when she attended parents’ meetings: 
I feel more inferior with other parents of my child’s classmates. Attending parents’ 
meetings make me miserable. Although I am a member of hội cha mẹ học sinh (class 
parents’ committee), it is hard for me to look at other parents’ eyes when speaking up in 
front of them (Mai, mother, 37 years old, receptionist.) 
Karma and disability 
As presented briefly in the literature review, the beliefs of rebirth and karma shape the traditional 
conception of disability, in which disability is perceived as a consequence of sins or bad morality 
(Hunt 2005). Though a number of parents did not admit that they believe in karma, many of them 
expressed that other people may have this belief and this made them feel uncomfortable. The 
following statements are typical of many mothers interviewed: 
When my son suffered this (autism), I was so worried. Surely, some people might say that I 
had done some (bad) things, so my son suffered. I think we could not avoid other people 
thinking badly about ourselves. We cannot prevent their thoughts. I think someone may think 
like this about me. Sometimes it makes me stressed. Why this does not happen in other 
families, but mine? (Hà, mother, 44 years old, retired) 
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My mother in-law had lots of quarrels with other relatives, so other people told me that your 
son suffered because of your mother in-law. I think people are cruel when saying such 
things, but sometimes I feel sad. I remember in the period my daughter stayed in ‘quê’ 
(parent’s village), some people were very cruel when [they] said that your family lived 
không có phúc (immorally), so your child is like this. I felt very upset, but I did not want to 
care about it. (Nhu, 38 years old, accountant) 
The few studies on disability in Vietnam show that parents of children with disability experience 
various form of stigma. Some ethnographic studies with families of children with disabilities point 
out thatparents often feel sad, shamed, and guilty because of the interpretation of disability as due 
to karmic demerit (Gammeltoft 2008b). The traditional belief on causes of disability contributes to 
widespread prejudices and stigma toward people with disability. 
Structural exclusion 
Besides individual discrimination, structural discrimination plays an important role in putting the 
stigmatised in more disadvantageous conditions (Link, Yang et al. 2004). While individual 
discrimination is the direct discrimination experienced when one person does something bad to 
another, structural discrimination happens when entire networks of rules and practices create 
obstacles for disadvantaged people to achieve the same rights and opportunities that are available 
for the dominant group (Link, Yang et al. 2004). To discuss the violations of human rights and 
dignity, Farmer uses the term ‘structural violence’. In his work, ‘structural violence’ is a host of 
offensives, including social structure, institutions, poverty, gender inequality and racism that 
prevent disadvantaged people from achieving what they have rights for (2005 p.8). Structural 
violence is an application of inequality and power through institutions (Farmer 1996, 2004, 2005). 
Here I will discuss structural discrimination that children and parents of children with ASD 
experience.  
Exclusions from social, education and health care were highlighted in parents’ stories. One mother 
shared: 
I work, contribute and pay my tax as much as my colleague. Her healthy child studies free at a 
public school, which has good infrastructure, and my son, who is sick, has to pay to study. It 
is unfair, very unfair. My son is sick and I have to pay lots of money to take care of him, to 
pay for his medication, intervention, I also have to pay for my son’s education. Social justice 
means the opposite. It means the sick child should receive support from the society. At the 
114 | P a g e  
 
present, there are a lot of difficulties for families with children with disability. We have to do 
all of it ourselves, and the government does not have any support. The government should 
have public schools for children like my son. (Nga, 48 years old, university lecturer) 
Nga raises a number of questions about policies and practices toward education and health care for 
children with ASD in specific and children with disability in general. The government of Vietnam 
has made great efforts in creating a favourable legal framework to support people with disabilities. 
However, there are still challenges in practice. Parents in this study noted that, in order to have a 
place in a mainstream school, the parents have to pay extra costs.  
As parents of these children, we are disadvantaged in all aspects. We sacrifice a lot. With 
our capacity, and our labour, we should deserve for a better life. Because of our child, we 
sacrifice other personal interests. However, when our child goes to school, we have to run 
around, beg for a place in school for him/her. There is no support, no sympathy from 
society. (Bách, 39 years old, accountant) 
One key informant who works in a research institute within the education system stated her opinion 
on inclusion in Vietnam:   
We make fun with each other, it is ‘ấn nhập’ (pushed inclusion). That means we push the 
children into school, and that’s it. The children sit some days or a couple of weeks and then 
they will get bored, and drop out of school. It is not effective. There are a number of 
dilemmas regarding inclusion in Vietnam. First, class size is too big. Second, there is no 
teacher aide in class. Third, it is about awareness, psychological and social preparation. If 
teachers are ready, they will accept the children happily. However, in many cases, the 
teachers are forced to accept the children. Some schools forced teachers to accept it as a task 
of the Party, so the teachers might not be happy to do it. I can say that we are not ready for 
this policy in all aspects: staff, knowledge and skills, attitude, infrastructure, materials.  
In order to understand the structural exclusion toward people with disability in general, and people 
with ASD, the social and political meanings of disability should be discussed. As noted previously, 
people with disability in Vietnam are often associated with punishment, victimisation and burden 
(USAID 2005, Le, Khuat et al. 2009). The discourses on war-related disabilities, the scientific links 
between health problems and birth defects with chemical defoliants (Agent Orange) shaped the 
image of people with disabilities as war victims involved in a political battle over  suffering,  
justice and responsibility (Fox 2007, Gammeltoft 2008a). Since the mid-2000s the government 
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emphasised the quality of the population. Using the power of technology, medicine and media, the 
state highlights the constructed knowledge that disability is a threat for the image and development 
of not only individuals, but also for the family, clan, and nation. People with disability are often 
viewed as failures, weak, dependent, vulnerable, a misery and a burden for family and society 
(Gammeltoft 2008a, 2008b). The government promotes prenatal screening for foetal anomalies 
(MOH 2010) and Vietnamese women are encouraged to use ultrasound scans to prevent the risks of 
delivering a child with disability (Gammeltoft 2008a). Doctors often provide strong opinions in 
advising women endure their loss, sorrow, fear, guilt, uncertainty and pain to terminate a 
‘defective’ foetus36 (Gammeltoft, Hang et al. 2008c). Hence theapproach to support people with 
disability is more charity oriented rather than from a rights-based approach.   
Our programs for people with disability are often charity-based, which means people with 
disability only get what we want to give them only. If we do not want to give them, they have 
to accept it. Now we have changed these programs into rights-based approach, which means 
people with disability have rights. It is a big change, so we need time for people to be aware 
about this approach. In the past we often viewed people with disability in a negative way, bad 
aspects, now it is much better. It is changing. (Female, expert in education) 
In addition to educational exclusion, children with ASD experienced exclusion within the health 
care system. Health care insurance law indicates that children under six are covered 100% of 
examination fee and treatment at health care centres (National Assembly 2008). As described in 
Chapter 6 the big challenge for children with ASD is there are only a few health facilities providing 
examination and intervention services. Almost all parents in this study sought intervention services 
from early intervention centres or private providers, in which medical insurance could not apply, 
and parents paid all cost by themselves. The number of medical professionals who have adequate 
knowledge and skills to provide examination and intervention for children with ASD remains 
limited in Vietnam. Other medical specialists (for example, dentists) did not have knowledge to 
work with children with ASD. For example, one mother recalled: 
I am so scared whenever I have to bring my son to hospitals. These children are afraid of 
crowds; whenever they come to crowded places, they scream and cry. They also are afraid 
of strangers, and do not stay still and follow instructions of doctors. Doctors, who have 
knowledge and experience [in this field], might sympathise with us when they have time. 
However, hospitals [in Hanoi] often are overloaded, so nobody has time to be patient, and 
                                                           
36
 Abortion is legal and widely used in Vietnam since population control is highly emphasised. 
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gentle with these children. So, it is really a nightmare if I need to bring my son to hospitals. 
I never use medical insurance; I often come to private doctors. We do not have rights to 
[access services], we have to come to doctors who do not have many clients, and who are 
most easy-going […] [My son] has many troubles with his teeth, decay and malpositions. 
He was brought to dentists several times, but has to go back home as the dentist could not 
do anything with him. So I am the person who takes care of his teeth. (Nga, 48 years old, 
university lecturer) 
Children with ASD in Hanoi have difficulties in access to welfare and social supports. The 
Disability Law and the Guide on implementation of disability law regulate benefits that people with 
disability can access including a monthly pension, subsidies for public transportation and tickets to 
cultural events (National Assembly 2010, Government 2012). Nevertheless, ASD has not yet been 
recognised in legal documents. In addition, assessment for severity level37 in order to get a pension 
and subsidies38 is a big challenge since assessment instruments are not yet available, and the 
assessment committee at a local level needs capacity-building. A representative of the Social 
Welfare Unit, Ministry of Labour – Invalids and Social Affairs (MOLISA), said: 
At the present, autism is a technical term only. There is no such term in legal documents. 
Social welfare work is based on disability criteria. Children with ASD could be categorised 
in the group intellectual disability or other disability. When a person needs welfare, he/she 
would be assessed to identify which group of disability they belong to and which level of 
severity. As you know, some children with ASD have intellectual disability, the others 
donot, even some of them are talented. So, if a child with ASD meets the criteria of 
disability, they will get welfare. It is a challenge in assessment. It is easy for an assessment 
committee to evaluate cases that could not take care of themselves, which means they 
totally could not move, or schizophrenic (tâm thần) cases, who do not know anything. 
                                                           
37
 Article 3 of the law mandates three levels of severity: 1. People with extremely severe disability: those who lost all 
functions because of disability; could not control or perform mobility, dressing, self-care, and need other support full-
time. 2. People with severe disability: who lost part of functions because of disability, could not control or could not 
perform mobility, dressing, self-care, and need other support. 3. People with mild disability: who do not belong to 1 
and 2. 
Article 4 of decree 28/2012/NĐ-CP, guide on implementing disability law, regulates that in case there is a conclusion 
from medical assessment committees, the severe levels would be identified as a) 1. People with extremely severe 
disability when medical assessment committee concludes that the person has loss of self-care function or loss of labour 
capacity from 81% and higher; b) People with severe disability when medical assessment committee concludes that the 
person can self-care with support or have loss of labour capacity from 61% to 80%; c) People with mild disability: 
when medical assessment committee concludes that the person can self-care or has loss of labour capacity lower than 
61%.  
38
 Pensions and subsidies are applied for people with extremely severe disability or severe disability only. 
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However, other cases are difficult to assess, and need appropriate assessment tools, and 
training for members of the assessment committees. So far, there is no official assessment 
tool to identify the severity of disability.  
After the issuing of decree 28/2012/NĐ-CP on guiding the implementation of law on disability, 
some parents of children with ASD in Hanoi attempted to get social welfare for their children. The 
Hanoi Club asked support from the NHP to give parents medical records with the diagnosis of ASD 
to support their welfare application. However, only a few parents successfully got welfare for their 
children. Many other cases were rejected. Parents said that the reasons given by social affairs staff 
at the local level included that there was no term ‘tự kỷ’ in any legal documents relating to 
disability, and that tự kỷ was a disease, not a disability. One representative of the Hanoi Club 
stated: 
I think only a few parents, less than 10, could get welfare for their children, and mostly 
through personal relationships. The doctors of the NHP were so disappointed, since their 
efforts to support the parents and children were not recognised, their diagnosis meant 
nothing. The children who got welfare often had other diagnoses besides tự kỷ; for example, 
tự kỷ with intellectual delay, or epilepsy, or deaf. We brought legal and decree and other 
documents with us, but they had strong opinions that we could not argue successfully. The 
big problem is that the legal documents do not mention anything about tự kỷ and the local 
staff do not know about it (Ngọc Anh, 39 years old, university lecturer) 
In summary, this chapter has presented significant evidence to demonstrate that children with ASD 
and parents of these children experience various forms of stigma and discrimination. The children 
with ASD are stigmatised with attributions of ‘madness’, ‘worthlessness’, ‘being a burden’, and 
‘being dangerous’. Although the Vietnamese Government has made efforts in protecting children 
and supporting people with disability, children with ASD still encounter exclusion from and within 
education and health care sectors and experience reduced social participation.  The majority of 
children also experience regular/widespread bullying. The parents of children with ASD 
experienced feelings of inferiority, blame, pity and negative comments. However, underlying direct 
forms of stigma and discrimination towards children with ASD and their parents is the ‘competition 
for power and legitimisation of social hierarchy and inequality’ (Parker and Aggleton 2003 p. 18). 
In Vietnam, where the social hierarchy is highly emphasised, children and their parents, especially 
their mothers are the most disadvantaged. Misunderstandings and negative opinions held by 
teachers, medical professionals and other service providers, who are considered knowledgeable and 
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in legitimate positions of authority, construct and reinforce stigma toward these children and 
parents. In addition, because of stigma, parents who have higher social positions (for example, 
policy makers, celebrities, or academics) do not disclose their child’s ASD status.  
Therefore, attempts to destigmatise ASD involve addressing not only cultural beliefs, 
understanding on aetiology of this condition, and the differences in term of standards of social 
appropriateness but also structures of power and inequality at the societal level. In Chapter 8, I will 
discuss how parents of children with ASD cope with stigma and discrimination toward themselves 
and their children.  
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Chapter 6: Experiences of parenting children with ASD 
Parents of children with ASD are significantly affected by the disorder. Parents can experience a 
range of emotions such as anxiety, confusion, tiredness, distress, disappointment and sadness in 
attempting to find the diagnosis for their children (Portway and Johnson 2005, Altiere and von 
Kluge 2009, Keenan, Dillenburger et al. 2010, Singer 2010). Significant physical, emotional and 
economic burdens are involved for parents in nurturing their children with ASD (Gray 1994, 
Altiere and von Kluge 2009, Phelps, Hodgson et al. 2009). They are required to flexibly negotiate 
and reconstruct their own social identities as well as those of  their children to avoid being 
inappropriately stigmatised (Farrugia 2009).Their family may experience limited recreational 
activities, a lack of socialisation, and changes in family rituals and routines (Green 2007). While 
professionals may have expertise regarding child development, behaviour and ASD, parents are the 
ones who have the best understandings of their own children, as well as a special caring role. In 
addition, professionals come and go; parents provide constant support for their children throughout 
their lives (Keen and Rodger 2012). Thus, working with parents to provide support for parents and 
getting parents more involved in intervention for their children is highly recommended for effective 
intervention programs (Myers, Johnson et al. 2007, Keen and Rodger 2012). 
My aim in this chapter is to provide insights into the experiences of parents of children with ASD 
in Hanoi, the challenges that parents frequently encounter, and parents’ efforts to build a better life 
for their children. This chapter will describe parents’ experiences from before attaining an 
assessment, the immediate aftermath of assessment and diagnosis, and then their life after 
diagnosis.  
Before diagnosis 
Awareness of early signs or what are called ‘red flags’ for ASD is very crucial for early 
identification of children who are at risk with ASD and early intervention. The following is a list of 
red flags that are noted in the international literature: 
Parental Concerns that are RED FLAGS for autism (Filipek, Accardo et al. 1999 p.452) 
Communication Concerns 
• Does not respond to his/her name 
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• Cannot tell me what s/he wants 
• Language is delayed 
• Doesn't follow directions 
• Appears deaf at times 
• Seems to hear sometimes but not others  
• Doesn't point or wave bye-bye 
• Used to say a few words, but now he doesn't 
Social Concerns 
• Doesn't smile socially 
• Seems to prefer to play alone  
• Gets things for himself 
• Is very independent 
• Does things ‘early’ 
• Has poor eye contact 
• Is in his own world 
• Tunes us out 
• Is not interested in other children 
Behavioural Concerns 
• Tantrums 
• Is hyperactive/uncooperative or oppositional 
• Doesn't know how to play with toys 
• Gets stuck on things over and over 
• Toe walks 
• Has unusual attachments to toys (e.g. always is holding a 
• certain object) 
• Lines things up 
• Is oversensitive to certain textures or sounds  
• Has odd movement patterns 
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Absolute indications for immediate further evaluation 
• No babbling by 12months 
• No gesturing (pointing, waving bye-bye, etc.) by 12 months  
• No single words by 16 months 
• No 2-word spontaneous (not just echolalic) phrases by24 months 
• ANY Loss of ANY Language or Social Skills at ANY Age 
 
Parents of children with ASD in Hanoi say that they experience a number of concerns in terms of 
communication, behaviour and socialisation of their children, but chậm nói (speech delay/language 
delay) is the most common concern that causes them to seek assessment. The majority of 
interviewed parents reported that they seek help when they see that their children can not speak or 
speak only one or two words by the age of two, or three, or when children used to speak and then 
lose their speaking ability. Health providers also state that chậm nói is the top reason that parents 
come for assessment.  
When my child was two (years old), I found he had some signs that differed to other kids. 
These differences are he did not babble to call mom and dad, did not ask for toys, and his 
eyes did not have good attention. He did not response when I called him. At that time, 
people said it would be OK, he was just slow. When he was three, I thought he was totally 
not normal, he could not speak, so I took him to hospital...(Linh, 37 years old, father of 10-
year-old boy) 
Other concerns noted by parents in this study include children who do not respond to their names, 
have poor eye contact, prefer to be alone, have tantrums, strange behaviours or have eating or 
sleeping disorders. However, many of the parents in this study reported that they often overlook 
these signs because they do not have knowledge and experience, or they were persuaded by other 
people that they do not need to worry about these signs. Later on, when they learnt more about 
ASD after their child’s diagnosis, they recalled that their children already had these issues and they 
were concerned about these, but did not seek help from professionals. The following story is typical 
of many parents interviewed: 
I started to have concern about my son when he was two because he lost his speaking. I was 
worried, but I did nothing. Until, one day, I read a newspaper, and I found that my son had 
some similar signs, so I took him for assessment at two and half, and he got the diagnosis. 
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After the diagnosis, I recalled that my son had tip toe since he could be able to walk, and he 
liked spinning. He liked a pen case and spined it over and over. (Ly, 35 years old, mother of 
10-year-old boy) 
In addition, children’s behavioural concerns sometimes are interpreted as being part of a child’s 
personality, rather than a red flag for assessment. For example, when a child is hyperactive, or 
uncooperative, or has tantrums, he/she is viewed as bướng (stubborn), or when a child prefers to be 
in his/her own world, he/she might be considered as shy. One couple of parents recalled: 
Father: I realised that my daughter was khác thường (different) at a very early age, since she 
was 16 to 18 months.  
Mother: She did not have an interest in communication, even with her parents. So her world 
almost was đóng kín (closed). People said this was shyness. (Quang, father, 52, architect, 
NgọcAnh, 39, lecturer at university, parents of 15-year-old girl) 
The mother of a newly diagnosed son said: 
He does not respond when being called, and does not listen to other people. He often bangs 
his head on the wall when he was insulted. I thought he was stubborn, and I did not pay 
much attention, because I went to work and he stayed at home with grandparents. However, 
when he started childcare, I observed him, and found that he was different to other kids. 
(Lan, 28 years old, mother of two and half year old boy) 
Generally, parents are the persons who first notice indications of ASD. In some cases, grandparents 
(often grandmothers), colleagues, neighbours and kindergarten teachers are those who have more 
concerns and suggest parents seek assessment. For example, Huyền, the mother of Minh, a three-
year-old boy, recalled that she was not the person who had first concerns about her son. Instead, her 
colleagues, neighbours, and her son’s teacher (in a child care centre) raised their concerns. These 
people have some experience of raising other kids or knowing other kids with ASD while Minh is 
Huyền’s first boy. The following is a part of Huyền’s story: 
When my son joined retreat trips with me, a couple of my colleagues suspected his problem, 
and told me that ‘Minh (my son) does not respond when being called, you might take him 
for assessment’. I am not sure, but I heard that one of these colleagues has a nephew with 
ASD, so she might know about this condition. When he was a little bit older than one year 
old, I also recognised that he ignored me when I called him, and was not interested in me. I 
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found it strange, but I did not care much about it. I also did not take my colleagues’ 
comments seriously. When he was 15 months old, he was sent to child-care. After a while, 
his teacher told me that there was another boy in the same class with my child who had 
similar signs. She did not say directly the term autism, but said that he had the same signs of 
delays like Minh. When I took my child out, my neighbors also told me their concerns. 
However, I did not accept it, so I just waited to see. Until when my son’s teacher told me, I 
decided to take him for assessment. He was assessed at 21 months of age. (Huyền, mother, 
28 years old) 
As mentioned earlier in Chapter 4, there is no routine check-up for children in Vietnam. Thus, 
parents and other care-givers play key roles in identifying red flags of ASD. In addition, since 
children in Hanoi often go to child-care at an early age (as early as six months, and normally 
around the first birthday) teachers at child care centres or kindergarten are also helpful in 
suggesting the need for assessment.   
When parents start to worry about their children is also important for early diagnosis. The online 
survey of 125 parents shows that parents began to be concerned about their children from six 
months of age at the earliest to latest time of six years and three months. On average, parents in this 
study began to be concerned about their children at the age of one year and 11 months.  
The length of time between when parents are first concerned to when they seek assessment varies. 
In stories of parents with older children, they often waited from months to one or two years before 
seeking assessment and diagnosis. Data from the online survey shows that 41% of parents took 
their children for assessment immediately. The longest waiting time indicated was two years. In 
general, parents wait three months when they start to have concerns to when they seek out specific 
assessment.  
As discussed previously in Chapter 4, children are often given a diagnosis on site on the day they 
come in for assessment. In some cases, especially for older children, it took time for children to be 
given the diagnosis of ASD after a long assessment journey. The online survey reflects this, with 
72% of children being given diagnosis immediately (time between age of children at assessment 
and age of children when being given diagnosis is 0). One child, who was 16 years old, experienced 
the longest time between assessment and diagnosis of ASD, which was five years. The average 
time between assessment and diagnosis of ASD was reported as three months. 
With more information on ASD in the Vietnamese media, more awareness on ASD for both parents 
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and service providers, parents are starting to worry about their child earlier and seek assessment 
and get a diagnosis earlier. Health providers at clinics report that recently children are taken to 
hospital for assessment at younger ages than they were in the past. Further analysis of the online 
survey data between groups of children who are five and younger and groups of children who are 
older than five years old show children of the former group are more likely to have triggered 
concern in their parents earlier, been sent for assessment and diagnosis earlier, as well as have 
shorter time gaps between being concerned and assessed, and between assessed and diagnosed. The 
following table shows results of comparison between two groups. All differences are significant 
(less than 0.01) except the difference between assessment and diagnosis.  
Table 9: Comparison of means between two groups of children: five years and younger, and 
older than five years old 
Group child’s age 
Dependent variables 
≤ 5 y.o 
(n=72) 
> 5 y.o 
(n=51) 
Total 
(N=122) 
Significance 
of ANOVA 
test 
Age of child when parent has first concern 
Mean (years) 
 
1.78 
 
2.1 
 
1.9 
 
.010 * 
Age of child when child was first assessed 
Mean (years) 
 
1.96 
 
2.47 
 
2.17 
 
.000 ** 
Age of child when child was diagnosed ASD 
Mean (years) 
 
2.09 
 
2.77 
 
2.37 
 
.000** 
Gap between age of child when parent has first 
concern, and age of child when assessed 
Mean (years) 
 
 
0.18 
 
 
0.37 
 
 
0.23 
 
 
.003** 
Gap between age of child when assessed and age 
of child when diagnosed 
Mean (years) 
 
 
0.13 
 
 
0.33 
 
 
0.21 
 
 
.082 
 
Parents of children with ASD primarily seek advice from their spouses, parents and close relatives. 
However, denying that the child has a problem is one common response of other family members 
towards parents’ initial concerns. Family members would persuade parents that the child was 
normal by reassuring that other family members had the same characteristics as the child. ‘His 
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father was speech delayed too. He only could speak at the age of three’, ‘It is normal that a girl is 
shy, because her father and uncle talk very little too’ are some examples. Some parents were told 
that some concerned behaviours are normal, such as ‘Children change quickly, so your girl will 
develop normally later’, ‘It is OK for a boy to be nghịch (hyperactive)’. A couple of mothers 
complained that they were even blamed for their concerns. The following is a recollection of a 
mother about her concern and the reaction of her mother in-law: 
He was OK until he was one year old. After one year, I found that he did not look at my eyes 
even when I asked him. At that time, I was not concerned much, but later when I recall, I 
realised that he gradually lost his development. He had some babbling, but it went later. When 
he was 26 months old, he did not speak. He had some signs of tip toes and spinning. I started to 
be very concerned, I talked about my concerns with my mother in-law, who lived with us. She 
said that ‘His dad only spoke at the age of four, so speech delay is not a problem, and if he likes 
to walk by tip toe, it would be good for him to dance ballet later. You are overly concerned, you 
rely too much on books’. (Hà, mother, 44 years old) 
On the one hand, the denial by family members toward a parent’s concerns may result from limited 
knowledge. On the other hand, it might be a protective response to avoid family shame of having a 
child with a problem. As mentioned in Chapter 5, some grandparents still deny that their 
grandchildren have ASD even though their grandchildren have already received a diagnosis several 
years ago.  
While some grandparents convinced parents that the child should be OK, other grandparents were 
more actively involved in searching information and supporting parents for getting a child assessed. 
During my observation in the NHP, I witnessed a couple of grandparents accompanying parents to 
take children to the hospital for assessment. I met one grandmother, who lives in another province, 
but was in Hanoi taking care of her sick husband in another hospital. This grandmother told me that 
she was very concerned about her grandson, but the child’s parent did not take him for assessment. 
Therefore, taking advantage that she was in Hanoi, she came to the NHP to get consultation about 
her grandson.  
Aftermath of assessment and diagnosis of ASD 
Parents in this study expressed a wide range of feelings when their children were given a diagnosis 
of ASD. These included feelings of sadness, desperateness, disappointment, guilt, sorrow, regret 
and confusion. Some parents felt shocked when they were given the diagnosis. Some parents stated 
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that although they were concerned that their child has tự kỷ, they still felt very sad when they were 
informed about their child’s condition because they could not believe the fact, felt guilty and 
worried about the future of their child. For example, one mother whose son was diagnosed in early 
2012 said: 
When the doctor told me my son was autistic, I could not describe my feelings. I felt desperate. 
Why has my son got ASD, what does it mean? The doctor told me briefly about ASD, and I felt 
dispirited, I thought my son could never recover. I thought his life had ended, he could not 
develop any more. My son cried, I was sad. I lost my son’s medical book, so I did not know 
what the doctor prescribed for him...I did not care much...Since then, I have lost all interests, I 
do not know what I need to do. I feel miserable, desperate. I thought only my son has this 
condition, so I felt very sad. In addition, I do not know how to help him. The mother is the one 
who is the most miserable, because the mother gives birth. I feel heavy hearted. (Lan, mother, 
28 years old) 
One father recalled his disappointment when he was informed about his son’s condition six years ago:  
I feel sad because my son is not normal. I do not know how others feel, but I think my son is so 
miserable, disadvantaged. It makes me feel disappointed (about myself). I do not look forward 
that he will take care of me when I get old, but I feel very sorry for him, he is so miserable, what 
happens to him when I die, who will take care of him? He is so miserable and he does not have 
ability to survive. It is my biggest disappointment. (Linh, father, 37 years old) 
Feelings of regret were expressed by a number of parents. Some parents regretted that they did not 
realise their child’s problem and seek support earlier, or failed to seek support from appropriate 
experts. Some of them blame themselves that they were busy and therefore did not pay enough 
attention to their children.  
Trying to find the aetiology of their child’s condition is one of first reactions when parents are 
informed about their child’s diagnosis. Some parents blame outside factors, such as food and 
medication they consumed during pregnancy or the breast feeding period, or the absence of the 
child’s father due to business as causing this condition for their children.  
When I was pregnant, my brother and I often ate out because my husband worked out of 
town and my parents did not move yet to Hanoi. Since I was tired of both working full-time 
and pregnancy, I did not cook at home; instead, I ate out all kinds of food, such as noodles, 
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salad. I had good appetite, so I did not think of (consequences of eating out). At that time, 
there was not milk for pregnant women, so I just ate out. (Lan, mother, 39 years old) 
However, the most common reaction amongst parents in the aftermath of diagnosis is the feeling of 
confusion. Parents feel confused because they do not know what the condition is, why their 
children have this condition, what will happen and what they need to do. Many parents feel puzzled 
with information they received from different sources. As one mother recalled: 
After the doctor told me the diagnosis, I felt very confused. I searched for understanding on what 
the condition is and its aetiology, if it is genetic, etc. It took lots of time to search for the 
information, and the more I tried to understand, the more I learned that this condition is very 
challenging. There are no clear solutions, so I felt very discouraged. (Mai, 37 years old, mother of 
nine-year-old girl) 
Handling children’s difficulties in daily life 
There were a range of typical autistic behaviours described by informants and observed through my 
research.  I was able to gain insights into how parents, teachers and other carers internalized and 
managed these, as described below. 
Sensory seeking and stereotypic behaviours 
 
Sensory seeking and stereotypic behaviours are one of prevailing symptoms that parents of children 
with ASD described in their stories about their children, especially the older children. These 
behaviours are interpreted and handled in various ways. As mentioned briefly in chapter 5, these 
behaviours are often misinterpreted by others as deviant behaviours. Many parents fear the social 
disapproval directed at their child and themselves when their children perform such behaviours in 
public. One mother shared one photo39 of her daughter, Quynh, at a friendly café that her family 
often went out together during weekends and explained: 
                                                           
39
 Parents gave permission for the use of these photographs in the thesis.  
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Figure 11: Sunday café 
 
This photo captures her typical behaviour of isolating herself in her own world. She looks 
out, and waves her hands. […] I am very frustrated when I take her out. She is a teenager, 
and might be a target for somebody, but she does not care about this. When she goes out, 
she still talks by herself, waves her hand. It makes me mad. The reason is this is a kind of 
disclosure. That means what we want to hide, she shows. Other people will know that she 
has problem. Especially when I find out that someone who stigmatizes us finds it funny. 
This make me feel miserable, but I transfer my misery to my hate of the way my daughter 
waves hands in public. At present, this is my most pressing concern. 
This mother chose the solution of trying to stop her daughter waving her hands in public. Her story 
illustrates both her desire to protect her child, as well as the importance of saving family ‘face’ and 
reputation in Vietnamese culture. Many parents understand a range of behaviours, for example their 
child’s rigid routines, such as sniffing things, walking to certain places every day, touching people, 
asking the same questions, playing with favourite things, as their child’s  ‘nature’ and understand 
such behaviours are  caused by ASD. However, when these behaviours happen in public, parents 
feel angry or uncomfortable because they think they are failing to manage their children 
appropriately.  
The following is a photo of Anh, a 17 year-old boy, with his favourite blanket. Anh’s mother 
showed this photo at the group meeting during photovoice with parents. She stated: 
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Figure 12: A boy with a blanket 
 
He does not say anything, just taps, taps on this blanket. Even when I put the blanket away, 
he finds it, and taps, taps on it. Other kids have a dog or cat as pet, for him, this blanket is 
his friend. He likes taping this blanket. It’s like an addiction, not normal.  
Another mother in the group discussion where this behaviour was explained indicates that Anh’s 
world is simple and small: 
As a mother of an autistic kid, looking at this photo I see the problem. He is 17 years old, 
and he still plays with the blanket, this shows that Anh’s world is very small and narrow. As 
Anh’s mother said he did it several times a day, this means he finds feelings of 
peacefulness, relaxation and safety here. For him, this blanket is very special. 
The conversation shows that parents try to make sense of their child’s behaviour even though they 
feel that it is not normal. Anh’s mother said that she considered this behaviour of playing with this 
specific blanket as a sign of robotic behaviour. She has tried to change this ‘robotic behaviour’ by 
putting his favourite blanket away and replacing it with another blanket. She recognizes its 
importance to him but feels comfortable now that Anh will accept another blanket. Nevertheless, 
she expressed her worries about Anh’s behaviours outside the home beyond her control. For 
example, Anh on one occasion walked around the street by himself and went to a karaoke bar 
nearby where he disturbed other people.  Such incidents make Anh’s mother extremely worried. 
She realized that what she wanted most was Anh’s obedience. 
When Anh stays at home, I can ask him to follow my instruction. When he is out, the world 
around him becomes chaotic, thus, I think Anh can not manage his brain, so he becomes 
confused, excited […] One day he went to the karaoke near to our home. He likes taking 
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elevators, so he did not allow any guest to use the elevator. That karaoke shop respected us, 
so they did not beat him, but they held him, which made him and us scared. As you know, 
this [Anh’s behaviour] affected their business, they could accept it once or twice only [we 
told them about Anh’s condition], but they might get angry next time. So our family 
decided to lock him up at home. […] I do not care much about other things, but I would be 
happy if he could be obedient. I only need his obedience. Obedience is the most important 
ability, if he obeys, he will be able to do other things. Studying, or self-care abilities are not 
as important as obedience.  
Genital manipulation (or masturbation) is another behaviour of great concern to parents and service 
providers. Some parents said that it is understandable that children may engage to this behaviour 
during puberty because of their development. However, for younger children, genital manipulation 
is viewed as ‘abnormal’ since it is interpreted as inappropriate sexual desire, and not considered as 
a form of sensory seeking behaviour. I attended one conversation among parents and educators in 
one centre about a nine year old boy: 
One mother: Ngoc [educator], I see that Lam [a 9-year-old boy] manipulates his penis 
during the middle-day nap. You should do something, otherwise it is not good for other 
kids, especially the older ones, they might see and follow that. You also should talk with 
their parents, may be they are too intimate at home, and Lam mimics that. 
Ngoc: It is very difficult. We keep reminding him but he does not listen to us. We often 
assign him to sleep next to one teacher, and the teacher holds him to avoid this behaviour, 
but sometimes it does not work. Thus, now we are thinking of not allowing him to go to nap 
at the same time with other kids, instead he stays in another room, and can only come back 
to sleep after the other kids are asleep. I also told his parents to make him wear tight 
underpants, and trousers with buttons, so it hard for him to put his hands in.  
Genital manipulation in particular and sexuality in general are very controversial topics in Vietnam 
in general, not only for children with ASD. Though sex is a common topic in jokes, it is still 
considered a sensitive topic for open discussion (Khuat, Le et al. 2010). Not only lay people but 
also professionals still have different opinions about whether masturbation is a healthy or unhealthy 
behaviour, moral or immoral behaviour, and how often it is acceptable. In this context, parents and 
service providers are still confused and concerned about masturbation among children with ASD.  
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In addition, some service providers find sensory seeking behaviours annoying. For example, one 
teacher for children with special needs reported that one boy in her class is interested in picking bits 
of fabric and blowing them to make them fly around. She finds this behaviour annoying and 
destructive. She suggested that parents of children with ASD often indulge their children to make 
up for the difficulties their children suffer. In her opinion, this results in greater burdens for 
teachers.  
Luckily you did not wear a wool sweater today, because, if you wore this, he would pick the 
wool, and your sweater would tear immediately. He often picks up blankets; it is so 
annoying, because if I did not restrict him strictly, we would have no blanket to use. This 
behaviour results in part from his impaired cognition, and partly from his parents. Parents 
often please the children at home, and do not manage their child’s behaviours. These 
behaviours give teachers headaches.  
These stories illustrate how sensory seeking and stereotypic behaviours are interpreted in the 
context of Hanoi. These behaviours are considered as deviant, signs of status disclosure, 
disobedient and annoying.  
Communication and social interaction difficulties 
 
While sensory seeking and stereotypic behaviours are less problematic when their children are 
young (but become one of biggest concerns of parents as their children  grow up), communication 
and social interaction difficulties (especially chậm nói -speech delay) are often the red flags for 
parents of young children in Hanoi to seek assessment and intervention. When people accept that 
their children have ASD, parents often accept the communication and social interaction difficulties 
of their children. Parents and service providers in Hanoi place great emphasis upon improved 
communication in early interventions for younger children with the hope that improvement in 
communication will help children learn better and come out of ‘their own world’. Communication 
achievements or failures are highlighted in parents’ conversations. For example, one mother said: 
My son has improved gradually. He got interventions since when he was two and a half 
years old. When he was more than 3 years old, he started to talk and responded to language. 
He knew to say dạ, vâng (‘yes’ in polite manner), and looked at someone when being asked. 
It seems that he went out of his cover, and it was a positive achievement. However, it 
seemed that he improved significantly when he passed his 5th birthday. He was able to 
speak, read and write (Van, 35-year-old, mother of 8-year-old boy). 
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The concept of communication among parents, health providers and clinic workers focuses on 
verbal and written communication and children are taught to follow the adults’ instructions. As Van 
mentioned above, she valued her son’s improvement proper verbal communication, and writing. 
Some parents and service providers talked about using visual aids such as pictures or visual 
calendars, to support children’s communication. I saw visual calendars at a couple of families. 
However, such tools are not widely employed at intervention facilities for the children nor by 
families. For example, a family of a 3-year-old boy with severe ASD, and a family of a 10 year-old-
boy without verbal communication, did not use any visual aids. One mother said that she bought a 
collection of pictures, but she found it did not work for her son, so she no longer used any visual 
aids with her son. The teacher in one class suggested that her students were not interested in 
learning sign language, and would not be able to learn it, so she had decided not teach the children 
sign language. She did not know about visual calendars.  
As described in early of this chapter, chậm nói (speech delay) is often interpreted as inherent to a 
child’s character, or due to a lack of opportunities to interact with others in order to improve their 
language capacity. Parents often hope that with intervention this difficulty will improve 
significantly. However repetitive and idiosyncratic use of language sometimes is viewed as 
problematic especially in structured contexts such as in classrooms. For example, Long (who 
studied at a mainstream school with his private school aide described in chapter 5), kept talking to 
himself about advertisements during class lessons and his school aide, Loan, kept reminding him to 
not talk. Loan later explained to me that Long’s talking would affect the teachers and students and 
because they let Long sit in the classroom as a favour, she needed to try her best to ensure he did 
not affect other students.  
Children with ASD often play alone or in isolation from other children. For example, Thai (whose 
story will be described in chapter 8) and Long have few social interactions with their classmates. 
They do not talk with their classmates or play with them during breaks. Parents are concerned about 
the social isolation of their children and make efforts to give the children opportunities to interact 
with others. While some early intervention professionals, private school aides, and teachers try to 
support their efforts, others think this is the child’s problem which should be handled by the family 
and not their responsibility.  Students in Thai’s class said that Thai does like to play with other 
students, but they are tired of being asked to support him. They said Thai is a weird and bothersome 
student. In Chapter 7 I discuss in more detail how social isolation is experienced by Thai.  
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Handling meltdowns 
 
Figure 13: Starting to have a meltdown 
 
This is Thuy’s photo. His mother took this photo when she knew that he would have a meltdown. 
Thuy’s mother said that when Thuy becomes quiet, sits alone, does not respond to other people, and 
his eyes start to water, and his hands sweat and become cold, means he is starting to have a  
meltdown. In this case, she said the best way to react is to leave him alone, or have one person stay 
with him and gently massage him with tiger balm to warm him, and whisper to him to distract him 
from a meltdown. She explained that Thuy’s meltdowns are often triggered by weather changes, 
something disturbing his feelings, or sometimes have an unknown cause. Thuy’s mother told me 
that when Thuy was going through puberty, he often had meltdowns, and she had difficulties 
managing his behaviour at his parent-run school. She took him to live in the countryside for a year 
to keep him calm down.  
Thuy’s above story is only one of many stories parents told me about meltdowns. In parents’ 
stories, each child expresses a meltdown differently and is affected by different triggers. Some 
children become extremely aggressive and might hit other people, some have less aggressive 
behaviours, such as biting, while others merely behave strangely. Parents also have various 
strategies to deal dealing with meltdowns. Some parents try to keep their child calm like Thuy’s 
mother, others use harsh words or punish their children. Other parents, such as Lan, mother of 
Minh (the child featured in the next photo by his mother) allows her son to do what he wants, in 
this case biting her.  
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                      Figure 14: In angry 
 
Lan said that when Minh has a meltdown, he becomes extremely angry, and wants to bite someone. 
Normally, Lan or her husband give their arms for Minh to bite. After biting his mother’s or father’s  
arm, Minh will calm down.  
One father told me that his son has different meltdown.  His son laughs too much. This makes his 
father annoyed as he will not stop when asked. He said that normally he will ignore it, or tell him 
gently; however, when it happens in public, he finds it very hard to manage. He recalled one time 
his son had a meltdown on street, and he treated his son harshly. .  
A few days ago, when I took him out to see one of our friends, he had meltdown. He did not 
do anything but laugh non-stop. Normally I treat him differently, but whenever he met 
someone he knows he becomes hư (naughty). I could not ask him to stop, and because he 
laughed very load and non-stop on the street that day, many people looked at us. This made 
me frustrated, so I hit him, he felt down on the street, so it was so scary, all of street came to 
see what happened. It is so embarrassing.  
Other parents also revealed that they used physical violence at times to manage meltdowns. They 
said that meltdowns make them frustrated and make it difficult to control their emotions and 
behaviours. In the case of the father above, the pressure of other people looking at them in the street 
made him angry and he could not control his temper.    
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Seeking interventions 
Internationally, there is a great deal of controversy attached to early interventions for ASD (Prior, 
Roberts et al. 2011). There is no cure for ASD. Instead, there are several developmental, 
educational and behavioural therapies and medical treatments that attempt to address the condition 
and help children with ASD to better integrate with society (Myers, Johnson et al. 2007, Inglese 
2009, Prior, Roberts et al. 2011). However, some professionals or treatments claim or promise to 
cure children with ASD; for example, Defeat Autism Now. At the same time, while only a few early 
intervention treatments, e.g. Applied Behavioural Analysis (ABA), have proven scientific evidence 
for their effectiveness, there is a rapid growth of non-evidence-based treatments (Prior, Roberts et 
al. 2011). It is difficult to know which approach and interventions are the most effective for 
children with ASD (RCN 2010, Prior, Roberts et al. 2011) due to several reasons. Firstly, 
professionals have different points of view about interventions. They use different terms to describe 
ASD conditions and interventions. They disagree on the theories underpinning each treatment. 
They use different methodologies to test and evaluate interventions as well as different concepts to 
define the outcomes. For example, while psychologists consider behaviour changes as a successful 
outcome, speech therapists emphasise the improvement in language (RCN 2010). Secondly, the 
manifestation of ASD is very complex; therefore, the same intervention might not be effective for 
all children. As Heflin and Simpson say, ‘there is not a single method that should be exclusively 
used to meet the varied needs of children and youth with ASD and their families…the most 
effective programs for students with ASD are those that incorporate a variety of best practice’ 
(Heflin and Simpson 1998 p. 207). Last but not least, driven to help their children and confused 
with the mixed information on ASD, parents of children with ASD may search various sources and 
try different types of interventions, including non-scientific-based therapies. Scholars are concerned 
about the use of non-scientific-based treatment because it not only leads to the delay of effective 
interventions but also might be harmful (Singer 2010). 
In their review, Prior et al. emphasise that multidisciplinary collaboration and working with family 
are crucial in effective interventions for children with ASD. Since children with ASD are 
multifaceted with a range of difficulties, it is unlikely that a single discipline or approach can 
address effectively all intervention needs of the children. It is recommended that intervention for a 
child with ASD should be developed and supported by a multidisciplinary team consisting of a 
number of professionals including paediatricians, educators, psychologists, speech pathologists and 
occupational therapists. At the same time, involving parents in goal setting, planning and 
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intervention is very important to maximise children’s skills and reduce stress. Good intervention 
programs also need to take consideration of providing emotional support for parents, helping 
parents in making decisions and recognising cultural diversity (Prior, Roberts et al. 2011).  
The following sections will present experiences of parents of children with ASD in seeking 
treatments for their children. They shared some similar experiences with their counterparts in other 
societies, such as using various treatments, trying the best for their children. However, they also 
have some unique experiences when coping with ASD in the context of Vietnam. 
Có bệnh thì vái tứ phương (If you have a disease, pray to all four directions) 
This phrase có bệnh thì vái tứ phương is mentioned by a number of parents in this study in their 
conversations on interventions for their children. This idiom means if someone has a disease, all 
treatments/supports need to be sought. In this study, parents of children with ASD in Hanoi attempted 
to seek all kinds of available methods to treat their child, regardless of whether the methods are 
scientifically proved or not. They seek interventions from biomedical medicine, educational therapies 
to traditional medicines, spiritual practices and other alternative methods. The pluralism in health care 
is noted in some other studies in Vietnam (Craig 2002). Parents explain that they seek all possible 
treatments including those they might not believe because the practice ‘có bệnh thì vái tứ phương’ is 
taken for granted, they want to try the best, and do it for peace of mind. 
I believe mostly in education intervention. I think it is effective. I do not believe in the 
effectiveness of other (interventions), but I have to use these …because it will give me the peace 
of mind (đỡ áy náy). Có bệnh thì vái tứ phương (If you have a disease, pray to all four directions). 
In my heart, I do not think this condition is curable, but after a long time of teaching my daughter, 
I follow whatever other people suggest. I do everything, in order to not feel sorry later. (Ly, 
mother, 35 years old) 
The following table presents reported practices of parents using various intervention methods for 
their children. A total of 112 parents in the online survey answered the question about type of 
intervention programs that their child has participated in.   
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Table 10: Interventions that parents used for their children 
(Sorted from highest to lowest of using percentage) 
 Type of intervention programs  Yes 
(%) 
No 
(%) 
Don’t 
know (%) 
a) 
Speech and language therapy 68.8 19.6 11.6 
b) Vitamins 60.7 33.9 5.4 
c) 
Physical therapy 57.1 28.6 14.3 
d) Prescribed medicines40 53.6 42 4.5 
e) 
Applied Behaviour Analysis (ABA) 51.8 27.7 20.5 
f) 
Sensory integration therapy 39.3 42 18.8 
g) Bán khoán (consecrate one’s baby 
to God) 
39.3 54.4 5.4 
h) 
Milk-free diet 38.4 57.1 4.5 
i) 
Gluten-free diet  36.6 58 5.4 
j) 
Occupational therapy 36.6 39.3 24.1 
k) Relationship Development 
Intervention (RDI)  
33.9 33.9 32.1 
l) 
Worshipping  33.9 57.1 8.9 
m) 
Social stories 29.5 41.1 29.5 
                                                           
40Prescribed medicines are mentioned in in-depth interviews as medicines (thuốctây) that health providers (such as 
psychiatrics, peadiatrics) prescribe for children in order to manage a child’s behaviors or ‘treat’ autism. These include 
both injection and pills.  
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 Type of intervention programs  Yes 
(%) 
No 
(%) 
Don’t 
know (%) 
n) 
Acupuncture 25.9 69.6 4.5 
o) 
BIO41 (Bio-medical treatment) 20.5 61.6 17.9 
p) Acupressure  17 75 8 
q) 
Breathing dense oxygen 13.4 76.8 9.8 
r) 
Name change 10.7 78.6 10.7 
s) 
Nhân điện (Universal energy) 9.8 77.7 12.5 
 
This table shows speech and language therapy, vitamins, physical therapy, prescribed medicines, 
and ABA are the most common interventions that parents use for their children, with more than 
50% of parents using each of these methods. Some other methods of educational intervention such 
as sensory integration therapy, occupational therapy, social stories, and RDI ranged from 30% to 
40%.However, these methods also have high percentages of ‘do not know’ answers; for example, 
32% for RDI and 30% for social stories. Some possible explanations for the high percentage of ‘do 
not know’ for these methods and some other methods are parents might not have heard about these 
methods, or they know about these methods, but they do not know in detail the interventions that 
their children receive.  
Regarding BIO, although only one-fifth of parents report that their children participate in BIO 
treatment, the higher percentages of parents employed milk-free diet and gluten-free diet. There is 
some confusion and overlap between bio-medical treatment and diet programs. As parents explain 
in BIO, their child’s biochemistry is tested and then children are given vitamins and minerals to 
‘rebalance’ it back to normal or undertake a specific diet with similar aims. So far, parents in Hanoi 
often use BIO services from providers from the United States and Singapore. Parents often gather 
                                                           
41
 Biomedical treatment is translated into Vietnamese as trị liệu y sinh. However, parents of children with ASD in 
Hanoi call it as BIO. In tretuky.com, parents create one forum to discuss about this treatment and share materials, 
information (including cost of tests, consultation fee, and options and suggestions to reduce costs, such as grouping, 
shipping tests together, finding more competitive providers). 
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together as groups to invite experts from the US or Singapore to come to Hanoi to conduct testing 
for their children, and then use medication (mostly over the counter) and diet programs for their 
children. A few parents bring their children abroad (mostly Singapore) for BIO programs. 
However, since some parents either do not totally believe in this program or could not afford the 
expense42of BIO, they may use milk-free diets and gluten-free diets by themselves.  
Approximately one-fourth and one-fifth of children are given châm cứu (acupuncture) and bấm 
huyệt (acupressure) respectively. Some parents in interviews explain that acupuncture and 
acupressure help improve the regulation of kinh mạch (meridians). This will improve the movement 
of the tongue and month, as well as brain ability. Some others report that they are not sure how 
acupuncture and acupressure work, but they seek these treatments at the suggestion of others and to 
try all options.  
Q: What made you decide to use acupuncture?  
A: Because many people say that it is good. And [my son could not speak well] because 
his tongue meridians have problems. The teacher who taught him speech said that his tongue 
is hard, so he might need to have acupuncture. And she said that the traditional healer cures 
some cases. (Xuan, 38 years old, mother of nine-year-old boy) 
Q : What did you expect when you take your child for acupressure? 
A : My friend told me about a very good doctor. He treated many children who had vein 
block, and many elderly people with movement problems. She said that she saw some 
children with ASD come to him, and he used acupressure with them. I though autism is a kind 
of neurological disorder, so he might help him with acupressure. And ‘có bệnh thì vái tứ 
phương’, so I took my son to him for about four months, almost every afternoon, except 
Sundays. It was so crowded there, so we often waited for half an hour, for 15 minutes of 
acupressure. I did not see improvement, so I think acupressure might not work. (Hương, 
mother, 42 years old) 
                                                           
42
 In tretuky.com a mother posted information on BIO program, including test and costs for test. The mother wrote in 
addition to some basic tests that parents can get in Hanoi, four other tests are required to send either to the US or 
Singapore for testing. These include Metametrix OAT test (urine), cost $US333, Usbiotek 96 general food panel IgG, 
(blood test) $US139, DDI comprehensive stool analysis $US255 and hair test, $US55.The mother also gives the 
estimation that the cheapest cost for BIO is about 93,500,000 VND ($AUD4,650) annually, including 15,000,000 VND 
for counseling fee, 18,500,000 VND test fee, and 60,000,000 VND for medication.  
www.tretuky.com/forum/yaf_postst1509_Cac-viec-can-lam-and-Cac-xet-nghiem-co-the-can-lam-trong-lan-tu-van-au-
tien.aspx (retrieved August 30, 2013). 
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The percentages of using thở ô xy cao áp (breathing dense oxygen) and nhân điện (universal 
energy) are around 10% for each method. Parents say that they think dense oxygen will improve 
brain activity. Regarding nhân điện, parents think it helps to regulate kinh mạch (meridians). 
Children breathe dense oxygen at some hospitals, while they often come to non-professionals for 
nhân điện. Some parents participating in in-depth interviews said that their children often receive 
nhân điện free of charge by lay people who have a special capacity.  
In my case, I brought my child to a man, who is a tailor but he also knows about nhân điện. 
Nhân điệnmeans a person transfers his energy to you, so it helps to break blocks in the 
meridians system, and regulate meridians gradually, so your mind will become better. I took 
my son to have nhân điện for a while, about from three to six months. (Linh, father, 37 years 
old) 
Spiritual interventions, such as worshipping, and bán khoán, are also popular among parents. About 
one-third of parents (33.9%) worship to ask for better health for their children, luck (for example, to 
meet good therapists), or for a cure. The number of parents who practise bán khoán43 amounts to 
one-third. Bán khoán is a ritual in which parents send their children to the pagoda. This is only a 
spiritual ritual because physically the children still stay with parents at home. Parents practise it 
with the belief that the children will belong to the pagoda so he/she will be protected by Buddha. 
This is a popular practice among all parents in Northern areas in Vietnam for their children. Thus, 
some parents in this study might have practised bán khoán before their child was diagnosed with 
ASD, while others do so after diagnosis in the hope that their child’s condition will get better.  
My son was bán khoán last August. He was diagnosed as autistic, but we still did bán khoán 
for my son because my grandfather said that he would be easier to raise, be healthy, and his 
mind would be improved. If it improves my son’s condition, it will be wonderful. [I] just 
keep my belief in it. (Huyền, mother, 28 years old, tailor) 
About 10% of parents in the online survey use đổi tên (change name) as one type of treatment for 
their children. Some of them change their child’s official name, which requires official procedure 
of changing the name in birth certificate and other related official documents. At the same time, 
many other parents choose the option of not changing the official name, but change their child’s 
                                                           
43Bán khoán: A child born in giờ xấu ‘bad time’, or by a couple who have difficulties in having children, is 
recommended to be sold toa pagoda/temple in order to be adopted children of the god of the pagoda or temple. Since 
being sold to the pagoda, in the normal daily life the child still lives with their parents and keeps his/her original name 
in birth certificate, but under the spirital world, the child will have the god’s surname. In every spiritual ritual 
(worships), the parents have to use the god’s surname for the child. Toan Anh (2012). Nếp cũ (Traditional practices). 
Hochiminh city, Tre publishing house. 
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name when they do worship. They may do it through having a special ceremony, in which they will 
ask their ancestors to accept the new name of their child, and from then they will use the new name 
of their child in their family worship. Some others may do it through another special ceremony in 
which their child is given to other people as an adopted child, he/she will have a ‘new name’ and 
‘new family’, though in fact their child still lives with them. Parents explain that they do this 
practice, since they have the belief that someone’s name influences their life, or ‘We Asian people 
think that someone’s name links to someone’s fate’. They believe their child’s name may have 
some unlucky meanings, or their child’s name is phạm (disrespectful) to ancestors, or gods, and 
therefore their child suffers this condition as a punishment. Therefore, these ceremonies might help 
to change the số phận (fate) of the children.  
The shaman said that my son’s name, Hoàng (means emperor),  phạm  (violate) to God, so the 
child is khó nuôi(hard to raise). So he suggested to change my son’s name to Hoằng Dương, a 
kind of Buddha’s name, in order to let my son be under the protection of gods, Buddha. He is 
also born in mùng một44 (the first day of lunar month), so it is more khó nuôi. So, we had a 
special lễ (worship), to change the name of my son. I did it for peace of mind, with hope that 
it will help eliminate the hardship for my son (Thủy, mother, 39 years old) 
Some parents reported other geomancy practices.45 These include moving house, rearranging family 
possessions (e.g. the position of beds, altars, stove tops), and choosing therapists who are hợp tuổi 
(compatible year of birth fit) with their child. In this case, parents try to choose therapists who were 
born in years which are good for their child. One mother explained in her interview: 
My family is very lucky that we have Ms Mai as my son’s teacher. Ms Mai has year of birth 
fit with my son, so I see my son improves well. When she took maternity leave, the centre 
had plans to change teacher for my son. I said to them that I only agree to change 
temporarily; when Ms Mai comes to work again, she should teach my son again, no 
negotiation. I say she has year of birth fit with my son because my son is mệnh Thuỷ 
(Water), Mai has mệnh Kim (Metal). According to ngũ hành (Eastern philosophy of five 
elements), water is born from metal, so Mai is good for my son. My husband studies kinh 
dịch (fengshui/geomancy), so he says the age fit is good for my son. I think it is reasonable. 
(Van, mother, 35 years old, and engineer) 
                                                           
44There is a proverb that ‘trai mùng một, gái đêm rằm’ which expresses that a boy who is born in the first day of lunar 
month, and girl who is born in the full moon day, has strong characteristics and is hard to raise.  
45Many Vietnamese follow practices of fengshui and geomancy for many of their activities and decisions.  
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The popularity of spiritual practices for children with ASD shows the complexity in explanations for 
the aetiology of ASD. While parents of children with ASD in Hanoi acknowledge the aetiology of 
ASD from a biomedical perspective (including genetic disorders, environmental factors), they also 
have some beliefs in spiritual factors. In addition to traditional beliefs regarding reincarnation and 
karma, the unclear aetiology of ASD also motivates parents to use spiritual practices. 
I know that autism has biological aetiology. However, when my child got this condition, I 
think ‘có thờ, có thiêng, có kiêng, có lành’ (worship leads to super nature, and abstain leads to 
safe’…I am not superstitious, but I still believe in another world out of our world. I think 
everybody has a protecting god. (Lan, mother, 39 years old) 
Data from the online survey shows that on average, for one child, families may utilise6.8 different 
means of intervention. In the survey, there were only three children who were reported not to have 
received any intervention. The highest number of interventions reported was 16. However, it should 
be noted that the list of intervention methods used in the online survey was developed from those 
mentioned in in-depth interviews, and therefore some methods may be missing.  
Family’s own responsibility 
The story of Nga: 
I started to work together with my son immediately after I learned that he has this disease. 
At the beginning, I did not have any knowledge, so I searched and studied materials. When I 
found in materials instructions on play activities, interactive activities, I made materials, 
stuff to help my son have these activities. However, when one mother from the South, who 
went to the US for intervention for her son, provided training on ABA, I learned from her, 
and do it. I let my son study half a day in childcare, and had two sessions of intervention in 
afternoon and at night. After two years studying primary school, I found that he could not 
follow the school program, so I decided to take him home, and set up this school for him 
and some other children with ASD. When he studies in this school, he is isolated from the 
mainstream environment. He has only his friends and teachers, parents and parents of 
children in his group, so he lacks opportunities to mainstream in society. However, he learns 
more and his life is better since he can follow his routine. …In addition to therapy sessions, 
I also let him participate in a BIO program for two years. I did not see much effectiveness of 
the BIO program to him. I think my son is reluctant with medicines. He got some 
improvement in eating, but his sleep problem, behaviours, his ability in concentration have 
not improved much. I even let my son breath dense oxygen for 80 hours. He had it twice. I 
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also use PECS46, which was introduced by a teacher from VSO.47 My son really likes this 
method because he likes things in schedule. However, this method lacks flexibility, so I also 
use RDI.48 I have participated in RDI for one year. I have not had much time for this 
method, since at that time I had several family issues. It is very expensive, so I stopped RDI 
after one year. We cannot afford it.  
When my son went through puberty, he had lots of tantrums, so I used medication, which is 
normally used for schizophrenia. I used this medicine for half a year, and whenever I 
stopped this medicine, my son came worse, so I think this medicine is for symptoms only 
and could not treat causes. So on the one hand I continue prescribed medicine, I also use 
traditional medication. I found that my son’s health is better when he is given traditional 
medicine so I reduced medicine for schizophrenia half of dose. The reason that I use 
traditional medicine for my son is that his hands and feet often get cold and he sweats a lot. 
In the biomedical approach they say it results from feeling disorders, but traditional 
approach views it as results from poor kidney, the conflict between yin and yang in your 
body. When I use traditional medicine for my son, I found these symptoms reduce. I do not 
use acupuncture for him, because I am afraid of that. My son had acupressure when he was 
young because people say that acupressure helps to regulate meridian block, but it did not 
work well… Then last year I also took my son to Thái Nguyen. There was a rumour that 
Ms.Anh  in Thái Nguyen49 has special capacity, she treats people by her energy. I do not 
know where she can get energy, but I heard that she could treat many people. I do not know 
if it is nhân điện (universal energy), but I see many people with different conditions came to 
her house. My family and another family share together a car to take our sons from here to 
there three times a week for four months but I did not know if it works. My mother also bán 
khoán my son (send to pagoda), but I am Catholic, so after some years I asked my mom 
take him home.  
Nga’s story reflects very well the above discussion on parents’ experience in seeking all available 
treatments for their children. In addition, the strong impression in Nga’s story is that Nga and her 
family go through the journey of intervention for her son mostly by themselves with very little 
support from professionals and government. Nga is the person who actively searches information 
                                                           
46Picture Exchange Communication System. 
47
 An international non-government organization provides volunteers in education, HIV and disability for Vietnam 
organisations. 
48Relationship Development Intervention. 
49Thai Nguyen is about 80km from Hanoi. 
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from different sources, and makes most decisions on selecting, changing, stopping and combining 
interventions for her son with her best knowledge. She directly carries out some work of intervention. 
Her family pays for all intervention costs.  
Interviews with parents and professionals show that parents, especially mothers, experience 
enormous pressure in being the main responsible person in taking care of their children. Some 
professionals expect parents to take the lead in doing intervention for their children. The high 
expectations of professionals and the limited professional advice and support available put more 
burdens on parents.  
Parents should learn themselves about this condition, teach their children themselves, and 
not rely on professionals. Intervention centres provide guidance [on intervention], and are 
back-up [resources] for parents only. (DrNgọc) 
When the doctor told me that my son was autistic, I asked him how to treat this disease. The 
doctor said this disease depends 90% on the mother. The doctor confirmed that a teacher 
[therapist] could work with the children only a couple of hours a day, so I would be the main 
person in doing intervention for my son, and it depended 90% on the mother’s love. Since my 
son was diagnosed, my family has had a very heavy atmosphere. When my son has a tantrum, 
he screams, and everybody is very tired at that time. My husband leaves, only I stay with my 
son. I do not know what to do with him, I could not do anything. He cries and I try to comfort 
him, just that. (Hằng, 29 years old, mother, receptionist) 
Nga’s story also highlights some common experiences that parents of children with ASD in Hanoi 
encounter after diagnosis, including limited service options;  lack of services for older children with 
ASD, and there are poor parent–professional partnerships. 
Parents and intervention centres 
Earlier I described the plural treatments used, many of which are based on various non-biomedical 
healing systems and understandings of the body and mind. This part will discuss available 
educational and behavioural intervention options, which are recommended by professionals.  
Children with ASD have some options of early intervention in Hanoi. They can access early 
intervention at public hospitals, private early intervention centres, private intervention sessions at 
home, parent set-up schools/groups, and parent self-intervention. These models vary in their 
availability, costs and quality.  
145 | P a g e  
 
Only very few public hospitals provide early intervention services for children with ASD in Hanoi. 
The NHP is the most well-known public hospital that provides services for these children. However, 
the hospital only provides short-term intervention with the purpose of providing some trial treatments 
and educating parents to continue intervention at home. Children from provinces outside Hanoi are 
prioritised to have all day interventions. Children from Hanoi normally get half-day program 
interventions, in which morning class starts from 8am to 11am, and afternoon class runs from 2pm to 
4pm. Each intervention course runs three weeks with approximately 20 children per course. Children 
can get more than one course of intervention, with the maximum number being four occasions. 
Almost all children participating in intervention in the NHP do not need to pay fees because they are 
covered by health insurance for children under six years old. However, for children outside of Hanoi, 
it is still very costly since the family needs to pay for expenditures relating to renting accommodation, 
food and travel for the child and caregivers.  
There are a couple of early intervention centres at public universities. One centre provides both a full 
day program, in which children with ASD come to study like children at other kindergartens, and 
part-time program, in which children with ASD study kindergarten at other schools and come for this 
centre for intervention for a couple of hours a day. Another centre provides part-time programs only. 
Staff at these centres often come from these universities after graduation. They also have some 
students practicing in these centres. These centres are privately funded and self-managed. Parents of 
children with ASD pay intervention fees.  
Recently, there has been an increase in the number of private early intervention centres. These centres 
may offer a full-time program, or part-time program, or both. These centres are often established by 
retired professionals in the field of medicine, or education, or professionals who affiliate with 
universities or hospitals that provide services for children with ASD. One big centre has its own four 
storey building for about 250 children who study full-time. The majority of children at this centre are 
children with ASD and under six years old. Most other private intervention centres are much more 
small scale with from a dozen to less than one hundred children with ASD. Intervention fees are also 
various. Intervention fee per hour often ranges around 100,000 VND – 150.000 VND ($AUD5–7.5) 
per hour. Intervention fee for full-time students ranges from 3.500.000 VND ($AUD175) to 
7.000.000 ($AUD350) a month.  
There are three recognised parent-organised groups with a limited number of children in each group, 
from 10–20 children each. Two parent-organised groups provide educational intervention for older 
children (over than six years old), which will be described shortly. One parent-organised group 
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focuses on early intervention for children. However, this group is set up by a group of families with 
high incomes. Its facilities and services are very good but the cost is very high.  
Parents with children with ASD in Hanoi also choose the option of hiring professionals who have 
some experience of intervention for children with ASD to conduct intervention for their children at 
their home or the professional’s home. This option provides parents some advantage of flexibility in 
time and program. However, parents reported that it is not easy to find good professionals since the 
experienced ones might open their own business. 
Some parents of children with ASD decided to do self-intervention for their children. The reasons 
include the lack of intervention services for their children, especially in the early time of ASD, and 
parent’s disappointment with services available. Amongst interviewed mothers, two resigned from 
their jobs, and three others still keep their jobs but admit that their careers have been affected. These 
parents do not receive any welfare support from government, and get little support from 
professionals. The following is a sad story of one mother who experienced poor quality service and 
decided to quit her job and do intervention for her son by herself: 
That day I came to the centre earlier, around 3pm; I saw one teacher and some children 
stayed in a corner. I told another teacher that I would like to pick up Bình; the teacher 
answered ‘Bình was in an individual lesson’. Other kids who can communicate should run 
to, and hug their mothers, but my son, he could not do it, and I also believed in the teacher, 
so I sat down and did not pay attention to those who were in the corner. I told the teacher 
that ‘I sit here to talk with you about my son’. Then I had a feeling that someone looked at 
me. I turned back and saw my son among the children in the corner. I cried. Why did I cry? 
I realised that teachers did not care what my son’s name was, what he was doing. I cried 
because I let my son stay in that centre for one year. (Hà, mother, 44 years old) 
Children with ASD in the poor families have difficulty accessing private interventions due to costs. 
They might access early intervention at the NHP; however, since the number of children wanting to 
access this service is very high, these children receive very limited services. In my study one 
mother reported that she gets very little intervention for her son because of financial difficulties. 
Children with severe ASD are also at risk of being excluded. As mentioned earlier, some 
professionals at early intervention centres do not want to recruit children with severe ASD, and 
especially those who are older than three years old. The reasons they give include that these 
children will improve very slowly, so they take up the places of other children, and they also affect 
the success rate of intervention in their centres. I witnessed one health provider at a private 
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centrewho refused one case because the boy was severely autistic. During my visit in another 
private early intervention centre, one psychologist also persuded an international OT to ask the 
parents to move their son to another centre: 
Vietnamese parents believe foreigners, so you might be successful to persuade them to 
move to another centre. We already told the parents that he was so severe, he needed more 
intensive intervention, so our centre was not appropriate for him, and it would be wasteful 
in both money and time for the family, but the parents did not listen to us, they wanted to 
keep him here. You know, these cases are hard to intervene, because they do not have 
concentration, effort, and have many behavioural problems. Working with these children is 
very tiring, and it also affects our centre’s reputation, as well as that of the therapists. 
Parents often have lots of expectations and if the intervention result does not meet their 
expectation, they become disappointed, then complain and it will affect our centre. (Hồng, 
psychologist at early intervention centre) 
In Hồng’s explanation, the benefit of the child is taken into consideration, because Hồng recognises 
that intensive early intervention is better for children with ASD. However, she also worries about the 
reputation of her centre, her own reputation and burden in doing intervention for severely autistic 
children. This story and other stories of parents regarding both assessment and intervention pose a 
question as to whether the benefits for children with ASD and the needs of parents are always high 
priorities for health and educational professionals. 
In the context of Hanoi, wheretự kỷ (ASD) is still misunderstood as bệnh (a disease), parents of 
children with ASD in this study often tried their best to look for a ‘cure’, and an intervention with a 
high success rate. However, it is not easy to evaluate the effectiveness of interventions for children 
with ASD in general and it is more challenging in Hanoi where professionals and parents do not 
develop intervention plans with measurable and feasible objectives. Many parents and professionals 
in Hanoi consider a successful case of intervention to be when the child can go to study in a 
mainstream school. This creates pressures for both parents and professionals, especially where this 
outcome may not be realistic given the limited support available in mainstream schools to enable 
children with ASD to participate. In addition, private intervention centres are self-managed and 
funded, information about intervention centres is not transparent, and word of mouth is still a main 
source of information for parents. These contribute to competition between centres and put children 
with severe ASD at risk of being excluded from interventions from which they may benefit. 
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Lack of services for older children 
Intervention services for children with ASD older than six years old are very limited, and services for 
teenagers and young adults with ASD in Hanoi are almost non-existent. Children with ASD older 
than six years old have some options: (1) study at schools for children with disability, (2) study at 
mainstream schools and have intervention sessions at intervention centres or at home, (3) study full-
time at intervention centres, (4) study at parent-organised groups, or (5) stay at home with little 
intervention.  
As mentioned previously, there are only a couple of public schools with a few classes for children 
with special needs in Hanoi. There are two models in these schools: separate classes for children with 
special needs, and mainstream classes in which some children with special needs study together with 
other neurotypical children. In the former classes, students often have more severe disabilities, and a 
number of them study for several years in these classes. Teachers of these classes focus on helping 
these children have self-care skills only. In the latter classes, children with special needs have milder 
disabilities and are able to study with non-disabled children.  Because of the limited places in these 
schools, it is not easy to be enrolled in these schools, especially for children with severe ASD.  
 Inclusive education for children with ASD is still a big challenge. As discussed in Chapter 5, public 
schools are expected to routinely accept children with disability. However, public schools are often 
crowded with the number of students ranging from 40 to 60 per class, the teachers do not have the 
knowledge and skills to work with children with special needs, and are expected to produce high 
academic results in their children. Therefore, many children with ASD in Hanoi experience stigma 
and discrimination in school and do not receive effective support to develop their capacities. Private 
schools have smaller size classes, from 30–40 students per class, but they are not required to accept 
students with special needs. In order to cope with these challenges, several parents want to have 
individual school aides to support their children. Nevertheless, many of them either do not have the 
financial capacity to pay for private school aides or schools do not give permission to have private 
school aides attending their classes. Thus, without proper support, a number of children with ASD 
can not study well in school and their parents have to take them out of mainstream school to study at 
intervention centres, or at parent-organised groups, or stay at home.  
Among the few centres having intervention for children older than six years old, most of them 
provide part-time intervention (an hour or two hour sessions, a few times a week), but managers of 
these centres suggested that their centres focus more on early intervention for children under six 
because early intervention is more effective than intervention for older children. They often only offer 
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intervention for children older than six when these children are long-term clients. Thus, it is very 
difficult for children who are older than six years and not able to study in mainstream schools to find 
meaningful appropriate education. 
Among three parent-organised groups, two groups are for children older than six. One group offers 
full-time study for about 12 children from six to 17 years of age. In another group, their staff 
accompany their children as school aides in mainstream schools in mornings, and provide 
intervention and support in afternoons at a hired location. These groups are run by parents, in which 
parents are responsible for management and work together with teachers to do interventions for their 
children. A mother of one group says that they pay about 30,000,000 VND ($AUD1,500) to set up 
their school, and about 6,000,000 VND ($AUD 300) a month for running cost. These groups are 
considered very good models; however, so far they only have spaces for a small group of children 
whose parents are highly committed and able to devote both finances and time.  
Many children with ASD in Hanoi get very little intervention after six years old because their parents 
do not have enough money to pay for intervention or can not find appropriate intervention for their 
children. One mother told me that both she and her husband have good careers, and very good 
income. However, her son stays at home with very little intervention from private therapists because 
her son is not able to study in a mainstream school. She would like to send her son to join a parent-
organisedgroup rather than a private intervention centre because she does not believe in the quality of 
private intervention centres. However, she could not get her son in because one group did not have 
any more capacity (space nor teachers) to have more children, and two other groups found her son 
was not a suitable candidate to benefit from  their models.  
Intervention for teenagers and young people with ASD is a big concern for parents in Hanoi. A few 
intervention centres have places for teenagers. They focus on buildingself-care, life skills, and 
occupational/vocational skills. However, parents suggest that these centres play a role of taking care 
of these children rather than teaching them neccessary skills. One parent-organised group has some 
teenagers. They have some activities (e.g through setting up the ‘Friends’ cafe) to teach the children 
knowledge and skills to help them live independently such as information about puberty, self care, 
financial management and occupational skills. However, parents report that it is very challenging for 
them. Their cafe closed after one year because too few customers visited. They struggle with 
solutions for their children because there are no social services and no employment opportunities for 
their children when they grow up. In this study, three teenagers and one young adult have to stay at 
home under their parents’ care because their intervention centres (two in private intervention centres, 
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and two in parent-organised groups) became unsuitable for them. One mother said: 
I have to let him stay home. Teachers in his school still love him, nobody dares to ask him 
to stay home, but he is too big now, and students in school are much younger than him. I do 
not know what to do next, so just let him stay at home. Mrs. Nga also told me that it also 
helps me to save money, because I do not have enough money to keep him in school 
forever, I also need to care for my second child. (Chi, 43 years old) 
Costs 
Families of children with ASD in Hanoi are responsible for all intervention costs. Though the health 
insurance law in Vietnam indicates that children under six are eligible for examination and treatment 
free of charge (National Assembly 2008), children with ASD are an exception. The reasons include 
the lack of early intervention services in public hospitals and the fact that most children with ASD in 
Hanoi use intervention services at private intervention centres or other alternative interventions which 
are not covered by health insurance. In addition, the government does not have any financial support 
for families of children with ASD for educational services and private therapists. Thus, the economic 
burden for intervention for their children is a large challenge for families. The online survey with 
parents shows that the average monthly intervention expense for a child with ASD in the last 12 
months was 6,900,000 VND50 (equivalent to $AUD345). A number of parents report that they have 
let their children drop out of intervention, have hired unqualified professionals, or could not afford 
some intervention that they believe would be more appropriate for their children. For example, one 
mother said: 
I took my son to have intervention in the centre of teacher X for one year, but it did not 
work. So I hired one student who studied at the Psychology Department of Hanoi 
University to teach my children at home. He had some experience of teaching one or two 
children already. I let him do intervention for my son for one and half years. He worked 
hard with my son, asked my son to do lot of [physical] exercises. It worked a little bit, then I 
did not hire him. Instead, I asked my house helper to take my son out at about 3 to 4 
o’clock, because it was the time that children at kindergarten nearby my house went out too. 
The kindergarten did not let my son study there, so it was a way it helped my son meet other 
kids...The school in which my son is studying is not as good as other centres; however, I 
                                                           
50106 parents answered the question of ‘Could you please give an estimation of how much you paid on average for your 
child a month in the last 12 months, including costs for school and interventions?’. Amongst them two parents 
answered 0, because their children has just been diagnosed and they have not yet had any intervention for their 
children, so these two answers are excluded from analysis. Data from 104 answers show that the minimum expense is 
500,000 VND, and the maximum is 40,000,000 VND; mean is 6,900,000 VND and median is 6,000,000 VND.   
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could not afford any other. Fees for centres are approximately 5,000,000 VND while my 
earnings are relavely low. (Ly, 36 years old, Self-employed) 
Parents are heavily engaged in providing direct intervention for their children. In the early days of 
ASD in Hanoi, the understanding and capacity of professionals regarding intervention for ASD was 
very limited. Some parents recalled that they often learnt intervention techniques such as ABA 
themselves, and conducted intervention for their children. They also trained other supporters, such as 
their child kindergarten teachers, or their relatives, so these people could work together with them to 
provide intervention for their children. At present, though more services are available for children 
under six years old, the first generation of parents still continue their active engagement in providing 
services for their children. In addition, some other parents of more recent generations, who have 
younger children and are not happy with current services, also learn and do intervention for their 
children 
Poor parent–professional partnerships 
In this study, parents of children with ASD in Hanoi typically experienced poor parent–professional 
partnerships. Limited parent–professional partnerships in developing an intervention plan is one of 
the big concerns in management of children with ASD. A number of parents say that after an 
assessment session at the hospital of paediatrics they were recommended to: (1) send their children to 
kindergarten in order to improve their children’s communication ability, (2) have interventions for 
their children at early intervention centres, or (3) hire professionals for private intervention sessions at 
home. The professionals at hospitals do not discuss with parents in detail their children’s intervention 
plan. When parents take their children for further assessment at early intervention centres, at some 
centres, parents are just recommended to let their children study at the centres. Parents do not know 
what type of interventions their children will receive, nor the specific objectives of intervention 
programs for their children. In some other clinics, parents are advised a bit more about their child’s 
developmental delays based on assessment tests. Professionals develop an intervention plan, the goals 
for intervention in a time frame for the children, and then they either discuss with parents, or 
communicate with parents through written notes.  
Intervention plans and intervention goals are often too general and difficult to achieve in a short term 
of intervention. Most interviewed parents have goals such as that their children could be able to 
communicate, or study in a mainstream school, but they are not advised about specific intervention 
plans and short term objectives each month. One interviewed psychologist reported that after 10 trial 
intervention sessions, she develops an intervention plan and objectives. Then she meets parents for 
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half an hour to report assessment results, inform them of the intervention plan and objectives, and 
discuss with parents options regarding finance and time. The following is an intervention plan and 
objective of Minh, a three-year-old boy, who is diagnosed with có dấu hiệu tự kỷ (has signs of 
autism):  
Intervention goal: To help Minh to have speech ability, and to reduce negative behaviours. 
Specific objectives in three months: Minh will be able to recognise khẩu hình (mouth shape), 
speak clearly tròn vành, rõ chữ (with proper mouth shape); improve understanding of 
communication; understand and follow requests.  
Intervention plan: one hour a day, five days a week for three months. (Hồng, psychologist at 
early intervention centre) 
The lack of specific intervention objectives and discussion between professionals and parents in 
developing an intervention plan contributes to distress of both parents and professionals. Some 
professionals recognise that some parents become disappointed when they find that their children 
could not meet intervention objectives. These professionals blame parents for having high 
expectations, and for not putting enough effort into intervention for their children at home. However, 
the ambiguous and unspecific intervention objectives make it challenging for both professionals and 
parents to evaluate intervention progress and outcomes. 
While sometimes parents in this study are involved a little in developing intervention plans, they are 
almost totally excluded in activities at intervention centres, especially at private centres. Observation 
at four clinics revealed the exclusion of parents from all intervention activities. In the public 
children’s hospital, parents are required to attend a couple of individual intervention sessions and 
group counselling after an intervention course to learn how to provide intervention for their children 
at home, but for most of the other time parents often wait outside the intervention room. At one 
private intervention centre where children study full-time from 8am to 4pm, parents are requested to 
drop their children at the centre and pick up their children at the end of the day. The centre has a main 
gate and each floor also has a gate to prevent people coming in and out of intervention areas. In the 
two other centres, parents are requested to stay in the waiting room at ground level while their 
children have intervention at other levels. Parents in all three clinics are not allowed to attend 
intervention sessions. The managers of one intervention centre said that if parents request it, they are 
allowed to observe their child’s intervention sessions at an observation room through a one-way 
mirror. However, the managers report that very few parents request to do so. Neither of the other 
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centres have observation rooms, therefore parents could not observe intervention sessions without 
distracting the staff.  
I do not allow [parents] to attend [intervention sessions]. First, they could not understand 
[methods of therapists]. Second, children could not study with the presence of parents. 
Other kids also cannot pay attention to teachers when there are strangers in the classroom. I 
know there is some difference with the model in developed countries. In developed 
countries, parents trust professionals, but here parents do not trust us, so when they attend 
intervention sessions they tend to supervise us. (Dr Hằng, manager of early intervention 
centre) 
Interviewed parents also report their experience of being excluded from their child’s intervention at 
centres in Hanoi. The exclusion of parents from intervention sessions makes some parents worry 
about the quality of intervention that their children receive, as well as preventing communication 
between caregivers and professionals. One mother said:  
My son has been studying in this centre for six months; however, what he has gained does not 
meet my expectation. It met only three out of 10 my expectations. I could not blame the 
teachers, because I was not there, so I do not know what the teachers teach him, as well as 
their attitudes when they teach him; it might be my son could not learn. They do not allow 
us to join in. We just take our children to the lobby and then the teachers take them in 
classes. (Huyền, 25-year-old mother, tailor, mother of 2.5-year-old boy) 
When I was in a waiting room of a private early intervention centre, I overheard the conversation 
between a mother and a grandmother who were waiting for their child. In their conversation, the 
grandmother talks about her concerns of not knowing what therapists teach her grandchild and 
whether her grandchild is physically abused: 
[I] let him study here, so he would not be disadvantaged more than other kids. But, I may let 
him drop out because I do not have good economic circumstances. [I] do not know what 
they teach. I hear he cries, but I do not know if the teachers insult, beat him or not. It is 
probably yes. We are relatives, but sometimes we are in hot temper and we still get mad and 
beat him. They have no relations with him. It is impossible as [he] doesn’t study without 
discipline.  
In a group discussion of caregivers at the waiting room of another early intervention centre, parents 
and grandparents also discussed their experience of exclusion: 
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Researcher (R): You said that you did not have time to ask question at assessment day. So, 
when your children have intervention at centres, if you have questions, how do you 
communicate with the staff?  
Care giver (CG)1: An intervention session lasts only one hour. The teacher needs to 
concentrate on teaching; I stay here [in waiting room], so whom can I ask? 
CG2:I take him up then come down immediately. The centre regulation is that parents could 
not be in intervention rooms. 
CG3:In every centre, the teacher needs to teach the next sessions, so they do not have time 
to communicate [with caregivers]. (Focus group discussion with caregivers) 
 
Knowing that it is necessary to involve parents in intervention for children, some intervention centres 
use other strategies to communicate and build capacity for parents. However, activities for parents are 
not given full attention and reinforced. The manager of an intervention centre for intellectual 
disability, where a majority of children attending have ASD, states that they communicate with 
parents through sổ liên lạc (a communication book), and parents’ meetings (họp phụ huynh), and 
build capacity for parents through seminars. The other two early intervention centres also send notes 
to parents and provide workshops, but in one centre parents are requested to pay to attend these 
seminars. Conversations with professionals suggest that professionals do not have a positive attitude 
toward the engagement of parents. For example, one manager says: 
In the past we have all sổ liên lạc (a communication book), but parents do not care, they 
may lose it, so now only a few parents keep communication with teachers. In my opinion, 
only 30% of parents care about their child’s study, so they have frequent communication 
with teacher to know what intervention plan this month is, how their children study this 
quarter…Our school have two meetings with parents each year: end of term 1, and end of 
term 2[…] I also organise seminars for parents; however, we are busy and parents’ lack of 
enthusiasm also discourages us. In general, only 40% of parents participate in seminars… 
The communication between parents and us totally depends on parents. If parents have 
needs we will respond to meet their needs. If they are not interested, I will not need to run 
them. (DrHằng) 
Some parents admit that they do not communicate often with professionals. Their reasons include 
their sadness and distress when their children have behavioural problems and professionals complain 
about these. In the following, a mother reflects upon the power imbalance between parents and 
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professionals. She feels inferior about her child behaviours with severe ASD, services for her child 
are limited and the mother had to ask the centre manager a favour to let him into the private centre. 
I attended one meeting with [my son] teachers. In the meeting, his teacher told about each 
student, what he/she learnt and what he/she has not yet improved. The teacher only said 
very general [things] about my son, she called my son ‘a difficult case’ in class. She said 
that I could not ask any more question because this meant my son is not as good as other 
children in class, so it was better for me to keep silent and listen to others…When my son 
enrolled in this centre, the teachers did not give me my son’s assessment results, they said 
very general [things]. Because my son has severe ASD, teachers say that they will make a 
monthly plan for him, but they just say that, I do not care. I think that the intervention plan 
does not work. (Huyền, 28 years old, mother of 2.5-year-old son) 
On the one hand, parents are requested to foster intervention for their children at home; on the other 
hand, parents are not provided enough knowledge and skills in order to support children at home. 
When I attend assessment and consultation sessions, most parents are advised to talk more, play more 
with children. However, some parents say that they know that they need to play with their children 
but it is not easy to know how to play and engage children to play. I witnessed sometimes 
professionals instruct parents quickly how to play with a toy with their children, but in many cases the 
parents are not advised in detail.  
Good practices in intervention for children with ASD suggest that parent–professional partnerships 
contribute to empowering and building confidence for parents and reducing the stress of parenting 
children with ASD (Keen and Rodger 2012). However, parents of children with ASD in Hanoi find 
that the physical structure, regulation of early intervention centres and attitudes of professionals 
prevent them from having open communication and trust with professionals. At the same time, 
professionals do not recognise the capacity of parents and the benefits of engaging parents, often 
blaming and reducing the confidence of parents. The culture of interaction with parents and parent–
professional partnerships in particular in Hanoi is an area that requires improvement in order to help 
both children with ASD and their parents.  
Gender 
Gender issues are highlighted in other studies on parenting of children with disability (Gray 2003a). 
As in many cultures, mothers of children with ASD in Hanoi shoulder more burden and 
responsibility in taking care of their children. Parents in this study say that fathers often play the 
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role of earning money, and some fathers may be responsible in taking and picking up the children 
to schools, intervention centres or events. Mothers often take the main responsibility in making 
decisions on interventions, doing interventions for their children, undertaking their child’s daily 
care, and ensuring children socialise. My observation at early interventions and workshops for 
parents indicates that about four out of five people waiting at early interventions to pick up their 
children or participating at workshops are mothers. Few fathers join in discussions in forums, and 
those that are involved are greatly appreciated by other mothers. In video clips where parents 
record RDI intervention lessons for their children, mothers often are the ones who provide direct 
intervention for their children, and record lessons by themselves to send for counsellors. Only a 
couple of video clips shared by one family had the father’s voice in it, and the father appeared in 
one clip in which he was playing with his son. However, it is interesting to note that the chairman 
of Hanoi Club is a man. He gives speeches at events, though I witnessed that most of the 
preparation work for these events is done by mothers in the club. Traditional gender roles and 
division of labour are widely accepted amongst parents of children with ASD. These put more 
burdens on women’s shoulders. 
It varies between families. In some families, fathers take care of their children more than 
mothers, in some other families, fathers do not provide direct care, but they support, and there 
are families where the fathers take care totally of their children. I do not want to say about 
families in which the fathers are not involved at all – too bad. However, it is also not good 
either if fathers take care of their children more than the mothers, because in these families the 
mothers do not exercise their roles. In the cases of these children, the roles of mothers are 
very important, mothers should be the first persons [to take care of the children]. (Nga, 48-
year-old mother) 
In Hanoi, most people work full-time, and the family economy often depends on two salaries. Thus, 
resigning a job and being unemployed is considered an unusual decision. However, this study 
shows that mothers are more likely to be the ones who quit jobs to take care of their children with 
ASD if required. One couple recalled their decision to quit work: 
Mother: I decided to resign my job because my son did not have any improvement after one 
year of intervention. I found that the ‘gold time’ for intervention for my son was running 
out, so I needed to have early intervention as soon as possible. I planned to take only one 
year off. My boss did not agree because I had extensive experience…My salary at that time 
157 | P a g e  
 
is $US700 a month, and I had good income from other benefits since I worked in the field 
of international trading. My husband is an academic, he works at a government university, 
so his salary is not high. However, I decided to resign since I could not concentrate on my 
work, I was worried very much as I could not find good teachers for my son, the 
intervention at the centre was not good. Thus, I stayed at home to be my son’s teacher.  
Father: Sometimes she was tired, and she asked me if I could resign and she go back to 
work. But for me, to resign does not make sense, and is not beneficial for my son. I could 
not teach my son as effectively as his mother does. Children are more attached with mothers 
than fathers. (Hà, 44-year-old mother and Minh, 47-year-oldfather) 
The limited involvement of fathers in intervention for children with ASD makes some mothers feel 
stressful. They feel distress because they have to do everything and receive little support from their 
husbands. For example, one mother said: 
I sometimes feel discouraged because of my husband, especially the period when I had 
intervention for my girl at Z centre, very far from my home. As you know about traffic in 
Hanoi, it is very crowded… It is very expensive to take a taxi, but driving a motorbike in 
summer time is very tiring with dust, smoke, smell of petrol. My husband does not care 
about it, I make the decisions and I do it by myself, my husband does not care, does not pay 
attention. (Mai, 37-year-old mother of nine-year-old girl) 
Some parents admit that they quarrel due to the burden and distress caused by parenting their child 
with ASD. One mother wrote an entry ‘I am very sad about my husband’ in tretuky.com to express 
her disappointment with her husband and his family:  
Since I knew my child’s problem, I found it terrible. My husband feels disappointed about 
my child, and guilty with his parents. Sometimes, my parent in-laws had some comments, 
so my husband tells me that it would be risky if I have another child, and he has pressure of 
having someone to continue his lineage. He says he has a solution that he might have a child 
with someone else because he does not want to divorce me. I am so tired and feel lonely. 
Why doesn’t my husband give me a chance, maybe I can have another healthy child […] 
Recently he often ignores my child and me, he might not give a look to my son in a whole 
day. 
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This entry received 119 comments from other mothers. Most comments sympathised with the 
mother. Some recalled similar experiences of being disappointed with their husbands’ behaviours. 
Many comments suggest the mother keep the harmony in the family and think about the child. 
Some reinforced the gender norms that men are responsible for big things, and women are 
responsible for caring for children, and advised the mother to please her husband through using 
sweet words or taking better care of her husband. However, some people also suggest the mother 
should be more independent, gain more self-confidence, and have affirmative communication.  
Benefits of parenting children with ASD 
In addition to distress of parenting children with ASD, a number of parents admit that their child 
with ASD makes them become stronger and think more positively. Parents say after a period of 
feeling sad, disappointed and guilty, that they learn to accept their child’s condition and respect the 
great efforts that their children make in learning new skills. The experience of parenting a child 
with ASD helps them to be more respectful, careful, and calmer. For example, one father said: 
Now I see life differently. I was very hot-tempered, but now I became calmer. Another 
father also told me that he thanked his son, because his son helped him to view life 
differently. Now we are happy with things that other parents might think are normal. For 
example, for other parents, that their children can sing and dance at opening ceremony of 
new school year is very normal, but for my son I know it is a great effort. It is extremely 
hard to raise [a child with ASD], but some moments, [I] feel extremely happy ]laughs]. Or 
as a couple days ago, my son and I could stay together peaceful in a cafe, he did not scream, 
he stayed there as normal as other kids, so nobody paid attention to him. I felt very happy, I 
felt my effort paid off. We [parents] often encourage each other to see our life positively. 
We tell each other that, in the case of a glass of water falling over, if we see negatively we 
think that we lost half a glass of water, but if we see positively we think we have a half a 
glass of water. I don’t say now I do not feel sad anymore. I am still very sad, but I am not 
pessimistic. (Linh, father, 37 years old, Self-employed) 
The online survey with parents also shows that parents find some benefits of being parents of a 
child with ASD. The majority of respondents agree with statements that their child helps them think 
more positively and they now can cope with difficulties with courage and strength. About half of 
the respondents think their child with ASD has made the relationships between family members 
stronger. Table 6.3 presents data of the online survey. 
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Table 11: Parents’ attitude toward positive experiences of parenting a child with ASD 
Statements Agree Neutral Disagree 
I can now face most anything with courage and strength 63.3 23.9 12.8 
The relationships between my family members became 
stronger 
49.6 35.8 14.7 
My child help me think more positively 72.5 19.3 8.3 
 
Some interviewed parents in this study reported that their relationships with their husbands became 
stronger when they coped together with this condition. During interviews, some parents show their 
respect and love toward their spouse. While a couple of mothers say they are lucky to have a kind 
husband, the others think having a child with ASD helps them appreciate the love and support of 
their spouse.      
Women might express their love to their children more enthusiastically, men might express 
it differently. In my case, I admit that my husband helps me a lot. His support is more silent, 
but very important for me. He built a house for me, ensures our economy so I am somewhat 
able to take care of my children, and do other activities related to my girl’s problem [ASD]. 
I strongly believe in the statement of ‘thầy Thành’51. He said that we should thank these 
children. These disadvantaged children lead us to a special road. It is the road of love. 
Apparently my husband supports me a lot. (NgọcAnh, mother, 39 years old, university 
lecturer) 
As I have discussed in this chapter, the ‘special road’ travelled by parents is difficult. Parents of 
children with ASD suffer confusion and distress as they seek diagnosis, have access to limited 
services, seek various kinds of interventions and worry about their child’s education and future. 
Their resilience is evident in their care and love. Unlike parents in high income countries, parents in 
Hanoi are mostly solely responsible for their children’s education and intervention and receive 
extremely limited support from any government or service systems.  
                                                           
51A Vietnamese French psychologist, who organised some workshops for parents with ASD in the mid-2000s. 
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Chapter 7: ‘Closer to my world’: Children tell their stories through photovoice 
Understanding about the lives of individuals living with ASD is still very limited in both developed 
and developing countries. One of the challenges in doing research with individuals with ASD 
relates to one of the core impairments in ASD, namely, difficulty in communication experienced by 
people with ASD. Literature suggests that photovoice is effective for engaging underrepresented 
people, including people with intellectual disability (Carnahan 2006, Jurkowski 2008). The process 
of conducting photovoice with children with ASD was described in Chapter 3. In this chapter, I will 
present the task of analysing the photographic data. I will also discuss the benefits and limitations 
of this photovoice project. I conclude that photovoice is an effective method to engage 
children/young people with ASD and facilitate their participation and collaboration in this research. 
However, it is a time consuming technique with a number of ethical considerations. A major 
difficulty is how best to manage and analyse the large number of photos generated. 
Most children were engaged by the technique and took numerous photos about their daily life.  I 
present and discuss a selection of their photographs.  In addition, researchers, children with ASD, 
parents and members of the community all gained benefits from this photovoice project. The final 
part of this chapter describes the public photovoice exhibition that developed from this project. 
Videos from this exhibition are also attached to the thesis.  
Photovoice: Overview 
Conceptualised by Caroline Wang and Ann Burris (1997), photovoice, a visual-based participatory 
method, has gained much popularity in health research since its inception. It has attracted the 
interest of researchers from various disciplines including public health, community development, 
nursing, education, social work and occupation therapy (Lal, Jarus et al. 2012). Photovoice has 
been used with a wide range of populations; for example, migrants, homeless people, gender-based 
violence survivors and people with chronic diseases (Hergenrather, Rhodes et al. 2009, Catalani 
and Minkler 2010). These studies have enriched the literature on photovoice including by providing 
instructions and discussions on the processes, analyses, outcomes, and limitations of this method.  
However, literature on using photovoice with people with communication and cognitive limitations, 
including people with ASD, remains scant. To date, in three published reviews on photovoice (see 
Hergenrather, Rhodes et al. 2009, Catalani and Minkler 2010, Lal, Jarus et al. 2012) there appear to 
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be only four studies that involved the participation of people with intellectual disabilities (see 
Booth and Booth 2003, Jurkowski 2008) or children with ASD (see Carnahan 2006, Obrusnikova 
and Cavalier 2011). Lal et al.(2012) in their most updated and extensive review also mentioned that 
among 191 reviewed studies, few studies focused on daily life or life experiences in relation to 
disability.  
Both published articles from projects engaging children with ASD provide some descriptions of 
using photovoice with children with ASD but contain limited discussions on the process, benefits, 
challenges and lessons learned regarding use of this technique. In a study in a suburban school in 
Ohio, United States, Carnahan (2006) described the process of engaging two male kindergarteners52 
with ASD in photovoice, steps of doing analysis, and concluded that photovoice could create 
opportunities for children with ASD to engage with their peers and in educational activities. 
Nevertheless since only two children with ASD participated in this study and the majority of 
participants of this study were teachers (n=5) and typically developing children (n=5), there 
remains a lack of detail on the engagement of children with ASD themselves in photovoice. 
Obrusnikova et al. (2011) focused on 12 boys and two girls with ASD aged 8–14 years old and 
utilised photovoice as one of their methods for data collection to study barriers to and facilitators of 
after-school participation in physical activities of children with ASD. However, the authors gave 
few details about their process of doing photovoice with these children and did not present their 
findings from photovoice or the challenges involved. 
In addition to research literature, I found other projects engaging individuals with ASD in 
photovoice through internet searches. For example, the project ‘Life as it is with Aspergers’ was 
carried out with adults and children who have Asperger’s or who are the parents of children with 
Asperger’s in Toowoomba, Queensland (Photovoice Australia 2012). A 10-week photovoice 
workshop entitled ‘Spectrum through the Lens’and four day workshop named ‘Picture that’ were 
organised respectively for 12–18 year-old youths with ASD in Singapore (PhotovoiceSG 2012), 
and for young people with ASD aged from 12 to 15 in London (Photovoice 2012). However, these 
projects were community projects and information about these projects has not been published. 
The method and process of analysing photographic data in photovoice projects is also poorly 
described in the literature. Wang et al. argue that, as a participatory methodology, photovoice does 
not aim to analyse the entire body of photographic data. Instead, photovoice requires an innovative 
framework in which participants can actively participate and drive the analysis in all three stages, 
                                                           
52
 The author did not mention the ages of these children. 
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from (1) selecting photographs, (2) contextualising or telling stories, to (3) codifying photographs 
(Wang and Burris 1997, Wang and Pies 2004). However, the literature shows that methods used for 
visual data analysis and subsequent steps in analysing photographic data in photovoice studies are 
less consistent (Hergenrather, Rhodes et al. 2009, Catalani and Minkler 2010). In their review, 
Hergenrather et al. (2009) indicated that the majority of photovoice studies (26/31) report 
collaboration between researchers and research participants but the collaboration varies. Coding, 
content analysis, grounded theory, ethnography, cross-case synthesis, and critical reflection were 
analysis methods reported in these studies (Hergenrather, Rhodes et al. 2009). Catalani and Minkler 
(2010) pointed out that researchers tend to use transcripts from photo-elicited interviews as the 
main source of data rather than the photographs themselves to answer research questions and they 
rarely describe how they generate findings from the photographs.  
These challenges in photographic data analysis need more consideration in projects in which 
participants have limited verbal communication capacity. There are difficulties in eliciting in-depth 
discussions with people with cognitive disabilities or young children (Lal, Jarus et al. 2012). In her 
research with people with intellectual disability, Jurkowski (2008) reported that non-verbal people 
would engage in photograph taking, but not in individual or group discussion, namely the 
contextualising stage in analysis. Two published papers from projects with children with ASD did 
not describe in detail how they engaged children in selecting, contextualising and decoding photos 
nor on the challenges that they encountered (see Carnahan 2006, Obrusnikova and Cavalier 2011). 
Hence there was limited literature to guide the process or analysis undertaken in this thesis. 
Photovoice analysis 
As described, nine children with ASD were recruited, trained and participated in the photovoice 
project.  
Table 12: Demographic characteristics of children who participated in photovoice 
No Name Age53 Sex Diagnosis status Current school status 
1  Anh 17 Male  Was diagnosed as having 
intellectual delay at 3, but the 
parents believed that he had 
Studying at parent-run 
school 
                                                           
53Age: when they start participation in this study in late 2011. 
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No Name Age53 Sex Diagnosis status Current school status 
ASD and participated in 
different intervention programs 
for children with ASD 
2  Minh 12 Male Diagnosed by paediatricians Studying at home 
3  Quỳnh 15 Female Diagnosed by paediatricians Studying at centre for 
children with intellectual 
disabilities 
4  Đào 13 Female Diagnosed by paediatricians Studying at parent-run 
school 
5 Phương 10 Male Diagnosed by paediatricians Studying at parent-run 
school 
6  Thái 13 Male Diagnosed by paediatricians Studying Grade 6 at 
mainstream class 
7  Sơn 11 Male Diagnosed by paediatricians Studying at parent-run 
school 
8  Thủy 14 Male Never got official diagnosis of 
ASD from paediatricians, but 
was informed that he was 
typical autism by international 
experts visiting Vietnam. 
Studying at parent-run 
school 
9  Linh 14 Male Did not get official diagnosis 
of ASD from Vietnamese 
paediatricians but parents 
believed that their son had 
ASD and joined intervention 
groups for children with ASD 
Studying at parent-run 
school 
 
There was a wide range of engagement among these young people. Four of them were very 
interested in taking photos and took hundreds of photos. One child was not very interested, and 
took only a dozen photos in the first two weeks and did not want to take photos any more even with 
encouragement. The other children took most of their photos in the first couple of months and then 
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took only a few photos. This huge collection of photographs54 reflected their daily life from their 
views. The following table showed the number of photos taken by each child after excluding those 
photos that might not have been taken by the child.   
Table 13: Number of photos taken by each child 
Name Minh Phương Anh Thủ
y 
Linh Quỳnh Sơn Đào Thái Total 
Number of 
photos 
168 54 12 56 517 232 189 808 106 2,142 
In participatory action research in general and photovoice in particular, analysis is a process of 
engagement between researchers and research participants (Wang and Burris 1997, Wang, Yi et al. 
1998, Giacomini 2010). Contextualising or storytelling during discussions between participants and 
between participants and facilitator/researcher is considered essential in photovoice analysis. 
Through group discussions and conversations, participants are expected to tell stories about their 
photos and the meanings of their photos (Wang, Yi et al. 1998). However, storytelling ability of 
children with ASD is limited. The literature on analysis in photovoice research projects with people 
with difficulties in communication is extremely scarce (Carnahan 2006, Hergenrather, Rhodes et al. 
2009), and the total number of photos was extensive. Therefore, in this study I combined two 
approaches to undertake the analysis of photos taken by children with ASD: a participatory action 
research approach and content analysis for visual images (Wang, Yi et al. 1998, Bell 2001, Koch 
and Kralik 2006, Palibroda, Krieg et al. 2009).  
A total of 2,142 photos were used for analysis out of a total of 2596 photographs. I excluded a 
number of photographs from analysis of photovoice with children as they had probably been taken 
by other people. Once I collected the children’s photos I realised that some photos had not be taken 
by them since these photos included the child’s face. In this situation, I checked with the children 
about these photos and photos taken before and after these photos in our next meetings. I also 
checked with their parents and teachers when I saw a series of photos of events, such as a school 
trip, or birthday party, in which some photos have the face of the child who kept the camera. A 
couple of children could tell me clearly who took the photos in which they featured (for example, in 
some cases their siblings) and I excluded these photos. However, two children could not tell me 
                                                           
54Some children also recorded short video clips. However, I did not include these video clips in my writing because of 
time and capacity limitations.  
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clearly about who was the photographer. Thus, on some occasions I made such a decision by 
myself when I could not verify with the children. 
Using a participatory action research approach, I engaged children with autism in the whole 
photovoice process as much as they could, from taking photos, sharing photos, selecting photos, 
making photo albums and the photo exhibition. I did not use the SHOWeD set of questions (as 
mentioned in photovoice with parents in Chapter 3) which are commonly used to elicit discussion 
about photographs in photovoice (Wang, Yi et al. 1998, Carnahan 2006) since most children found 
these questions too abstract and hard to answer. Instead, I let children describe whatever they 
wanted about their photos, and used simple prompt questions, such as: ‘What was in the photos?’, 
‘Where did you take the photos?’ I paid attention to their reactions and feelings when they 
answered questions.  
All encounters with children with ASD to discuss the photos were recorded digitally or through 
notes and later transcribed verbatim. In addition, to contextualise photographs, I also used 
information obtained from my participant observation during photovoice sessions, at schools and 
other activities. Parents also assisted with the interpretation of photos. All this information helped 
me to situate the photos in the broader context of the children’s and families’ lives and helped me 
to enter closer to the daily life experience of children with ASD through their eyes.  
I also combined this participatory approach with content analysis to see if this provided any further 
insights. Conceptualised as a technique for systematic, ‘objective’ and quantitative description of 
visual images, content analysis allows researchers to reduce the large number and the complexity of 
visual materials to a small number of codes (Bell 2001, Bock and Isermann 2011). In addition, the 
researchers are able to consider what are presented in images through frequency analysis (Bock and 
Isermann 2011). Following the steps suggested in the literature (Bell 2001, Bock and Isermann 
2011), I compiled a code book containing definitions of categories (equivalent to variables in Bell 
(2001)) and sub-categories (equivalent to values in Bell (2001)). In some sub-categories I also 
divided into smaller categories. I coded about one hundred photos for testing the codebook and then 
revised the code book. Three categories were: I. Focus, II. Location, and III. Distance. The 
‘Location’ category referred to the place in which photos were taken. ‘Focus’ meant the object or 
subject at the centre of the photos, and ‘Distance’ referred to the distance from the child to the 
focus of the photo. Such categorisations, however, assume that the person taking the photograph 
has clear intent and the skill to compose the visual elements as they wish. This cannot always be 
assumed for these photographs and so an element of ambiguity remains.  In some cases I could not 
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identify the focus of the photos either through my conversations with these children or through my 
observations. These were coded as ‘unknown’, and were not coded in other categories. The 
following table is an example of my code book for category II:  Focus.  
                Table 14: Example of code book  
 
Sub-categories 
 Sub-sub categories 
II.1 People II.1.1 Mother 
  II.1.2 Father 
  II.1.3 Sibling 
  II.1.4 Other family members 
  II.1.5 Friends 
  II.1.6 Strangers 
  II.1.7 Unknown  
II.2 Objects II.2.1 Toys 
  II.2.2 Their own stuff 
  II.2.3 Family stuff 
  II.2.4 Others 
II.3 Body II.3.1 Their own body 
  II.3.2 Other body 
  II.3.3 Self photo 
II.4 Advertisement/ 
film trailer 
II.5 Scenes   
II.6 Group activities   
II.7 Other     
II.8 Unknown     
 
In some cases I coded in more than one sub-category since the children indicated that the 
photograph was about more than one thing. For example, one child took some photos of the eye 
examination room when he went to an optometrist. He pointed in his photos showing me the room 
as well as the people doing the examination. Thus, I coded his photograph ‘focus’ both as ‘scene’ 
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and ‘people (stranger)’. In addition, for sub-categories of people, I also coded more than one code if 
there was more than one group of people there. Photos were coded and analysed using the Nvivo 10 
program. 
What we learn from these photos 
Theme: objects 
The content analysis undertaken showed that children took a large number of photos of objects 
around them. Photos with objects as the focus accounted for 30% of the total number of 
photographs. These included photos of their toys, dolls, pen cases, backpacks, books, food, and 
family furniture such as TV, plants, photos and paintings. Advertisements and film trailers also 
appeared in more than 10% of children’s photos. The ‘Other’ category included photographs 
capturing lights, walls, trees, an altar, and space between objects. Combining objects, 
advertisements and other categories, the percentage of these reached about 50%. 
Theme: people 
Though children with ASD paid attention to objects (and photographed these), the content analysis 
data challenges the stereotype that people with ASD are only interested in objects, not in people. 
Twenty-five per cent of children’s photos focused on people, typically family members and 
significant others including their siblings, mothers, friends and teachers. The ‘group activities’ 
category included photos of people gathering at social activities such as a birthday party, dancing or 
singing at a Christmas party.  The combination of the two categories ‘people’ and ‘group activities’ 
applied to nearly 30% of the photographs. More than 10% of  children’s photos were in the 
category ‘myself’ – the category included images of children taking photos of themselves via 
mirrors, or as they posed for their own portrait, or parts of their bodies. 
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Table 15: Description of the focus of children’s photographs 
Focus of the photos Number of photos Percentage55 
Objects 645 30% 
People 530 25% 
Advertisement, film trailer, 
computer games 
281 13% 
Myself 253 12% 
Scenes 218 10% 
Group activities 88 4% 
Others 111 5% 
Unknown 56 3% 
Among people, siblings appeared most often in children’s photos, about 35% of photos in the 
‘people’ category. This high percentage suggested that siblings had a significant role in the daily 
life of children with ASD. Children with ASD and their siblings may have a close relationship with 
each other and share a lot of time together.  Friends, mothers and other family members such as 
grandparents, aunts, and nephews were similar, featuring in between 16% and18% of photographs. 
Children captured different images of their mothers from looking and smiling, talking on the 
telephone, doing housework, resting in bed, sitting with their father to watch television, and even 
turning away to avoid being photographed. In contrast, fathers were almost invisible, and not as 
visible as domestic helpers in children’s photos. The images of the children’s fathers accounted for 
less than 5% of photos in the category ‘people’ and less than 2% of total photos. Looking closely at 
photos of two children who took a great number of photos, and whose families had domestic 
helpers, it was evident that the helpers appeared in the photos almost twice as often as their fathers. 
This suggests that fathers are less likely to be caring for their children (with little opportunity to be 
photographed) and possibly do not have as close a relationship with their children as mothers and 
domestic helpers.  
                                                           
55As mentioned earlier, the total percentage of photo focus is 102% since some photos were coded in two codes –
scenes and people. 
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               Figure 15: Distribution of people in children's photos (%) 
 
 
Themes: Children’s interests and strengths 
Children photographed various images that showed that they had interests like any other children, 
including film trailers, cars, computer games, dolls, foods or being with their family.56  Some 
children with ASD also expressed special interests demonstrated through a large number of 
photographs about the same topic. For example, Sơn, an 11 years old boy was very interested in 
advertisements and cartoon programs. Among his 189 photos, 177 photos were of advertisements 
and Disney channel images. He could repeat precisely the catch phrases in all the advertisements. 
When he met me, he did not talk much with me; instead, he took my computer and viewed his 
photos again while giggling. On one occasion, he wrote down one advertisement for me with 
detailed information on the length and awards of the promotion period for one advertised product. 
The following are some samples of his 177 photographs illustrating advertisements and cartoon 
programs. 
                                                           
56As will be discussed later, such photographs were especially appealing to other children who visited the photovoice 
exhibition. It was possible to hear exclamations from other children, such as ‘Oh, sausage! I like sausages too!’, and 
‘Cars here!’. The theme ‘I am a child’ was one of six major themes in thephotovoice exhibition entitled ‘Through my 
eyes’.  
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Figure 16: Photos of advertisements and cartoon programs 
  
 
 
 
 
 
Linh, another 14-year-old boy, took several of photos of his toy car and advertisements for various 
LegoTM models on the computer. His mother said that Linh was interested in certain kinds of 
LegoTM vehicles, including trucks, ambulance and police cars. Sometimes his parents felt annoyed 
because he would search the internet and ask them to buy him LegoTM. LegoTM is expensive and 
Linh would complete the LegoTM construction very quickly and then ask for another kind. 
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Therefore, his parents allowed Linh to search on the internet but could only allow him to buy 
limited amounts of LegoTM.  
Figure 17: Linh's photos: Lego and trucks 
 
 
 
These two photos showed how Linh modified his 
toycar into the type that he wanted. Using a 
correction pen Linh wrote on the green car ‘CSCĐ’ 
113, indicating a mobile police vehicle with the 
emergency phone number 113. He used two LegoTM 
pieces on the top of the car as the police lights.  
 
On this truck Linh pasted a piece of paper with 
words ‘cấm lửa’ which meant ‘no fire’. This makes 
it look like a  petrol truck. 
 
 
Another boy, Thủy, 14 years old, took photos of film trailers on his computer. He spoke with me 
and his teachers in great detail about the trailers. I learned from his mother and teachers that he 
liked using the computer very much and they used time on the computer as a reward for him. They 
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also said that in the past he used to be very interested in cameras, but now had turned his interest to 
his mobile phone.  
Figure 18: Thuy's photo - trailer 
 
Minh, a 12-year-old boy, was considered to be a ‘role model’ for other children with ASD in 
Hanoi. He was diagnosed as having autism when he was two years old and at that time he had a lot 
of behavioural problems. He did not speak until he was five years old, and now he could play 
piano, draw paintings, and knit. He took photos of his piano, music books, his paintings and wool.   
Figure 19: Minh's photos 
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A bird is flying in sky 
He also wrote about his interests and capacities in his diary, which was given to him early in the 
photovoice project. Minh opened his diary with the first page about himself: 
‘My name is NT Minh57 
I am 12 years old 
I like listening to music and reading 
I know playing music and painting 
I study at Niềm tin.58 
 
Minh also wrote about his music and painting lessons in his diary. For example, one day Minh 
wrote ‘I studied playing piano with teacher. I also learnt recording, rhythm, and sing(ing). But, I 
studied very well’, or he wrote on another day ‘I studied painting with teacher. I looked carefully, 
correctly. I was very good’. As will be described later, Minh was invited to play music at the 
launching of the photovoice exhibition and for the short film on photovoice with children in this 
study. His paintings and products of his knitting were displayed and sold as part of some of the 
activities at the exhibit.  
Theme: My body, myself 
Of the total of 253 photos that children took about themselves, two-thirds of the photos (63%) 
involved their exploration of their own bodies. These photos included a series of photos about their 
hands, their eyes, mouths, and their legs. 
Đào, a 13-year-old girl, took 101 photos of her hands. She took photos of her hands in different 
positions, under different lighting, from a range of distances and in different times during the three 
                                                           
57In his diary, Minh used his real name, but I changed it to a pseudonym. 
58It is very interesting to note that even though Minh no longer studied at Niem tin school, he still described himself as 
studying at this school. 
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month photovoice project.  I tried to ask her why she took these photos, and she just replied, either 
‘Đào’ or ‘Tay Đào’ (Đào’s hand).  
Figure 20: Đao's Hand 
 
 
 
 
 
 
Around 50% of photographs taken by Thái, a 13-year-old boy, were of his body. He took 28 photos 
about his hand, and 18 photos of his eyes, throat, and teeth.  
        
175 | P a g e  
 
 
Figure 21: Explore body 
 I was impressed when I first saw his unique 
photos. He captured images close-up of his 
body, and seemed interested in what is going 
on in his body. Since he studied at a 
mainstream school with a very busy schedule 
and his mother was very busy at that time, I 
only had two opportunities to speak with him 
about his photos. He also surprised me when 
he talked with me about his photos and gave 
them beautiful titles. I later talked with his 
mother and she shared with me that he was 
interested in studying biology.  
 
Khám phá cơ thể: Họng (Explore body: throat) 
 
 Răng nanh đang mọc (Canine is growing) 
 
Figure 22: Girly nail polish 
 
Quỳnh, a 15-year-old girl, giggled and told me 
Móng tay điệu đà (Girly nail polish) when I 
asked her about this photograph. She studies at 
a special school for children with intellectual 
disabilities after five years studying at a 
mainstream school.  
About one-third (94 photos) of the photos in the subcategory ‘myself’ involved self-portraits using 
mirrors.  For example, Linh used to study at a mainstream school and moved to a parent-run school 
in August 2011. He loved taking photos. He had an extremely good memory, and could remember 
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all the names of people he met, their partners’ and children’s names. He liked his classmates at the 
parent-run school and teachers call him ‘lớp trưởng’ (head of class), and he was very proud of this. 
Figure 23: Myself 
 
 
This photo was taken at his home, when I was 
there to talk with him about his previous 
photos and interview his mother. He talked for 
about 10 minutes and then carried the camera 
and took lots of photos within his apartment, 
including some photos of himself. 
Isolation and barriers to engaging with the outside world 
Most of the children’s photos were taken within the domestic environment of the home. Seventy-
two percent of photos were taken at their homes, and another 6% at their grandparent’s home. 
Some children within the group of six children at the parent-run school took photos at school, but 
the two children going to a mainstream school or special school did not take any photos at their 
schools. Four percent of photos were taken at events and places outside the home such as organised 
activities at the ‘Friends’ café’ or a school Christmas party for children with ASD.   
Figure 24: Location of photos taken 
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We might interpret this as reflecting that children with ASD might feel more comfortable to play by 
themselves (Frith 2008), and therefore they might take more photos about things, and people they 
know well at home. In contrast, perhaps it also highlights a lack of opportunities to engage in other 
environments and perhaps minimal opportunities to be comfortable outside of their homes. The 
case study of Thái reflects this. 
A case study: Thái 
Thái is 13 years old and studies in a mainstream class with some other peers with special needs. 
Thái seemed a little bit quiet when I first met him. In our next meetings Thái surprised me and his 
mother with his photos. Most of his photos had bright colours, and we needed him to explain some 
of his photos. For example, his mother and I found a series of photos with red and some dark lines 
(see below), and then a couple of photos with red and a white spot (see the photograph on the right 
below). We could not imagine what he had taken photographs of. When we asked Thái, he told us 
that he put the lens camera inside his hand. Thái smiled when he showed me a photo that had a 
white spot in it, and gave a very poetic name for this photograph, ‘Tia sáng trong mặt trời’ (Light 
inside the sun). 
Figure 25: Thai's photos: light inside the sun 
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The following is his self-portrait photo.  
Figure 26: Thai's photo: self-portrait 
 
I saw a happy boy in this photo. He played with 
his camera and captured the moment that he put 
his tongue out. His eyes were bright and there was 
happiness and fun in his face. This self-photo was 
chosen by him as the main photo for the theme ‘I 
am a child’ for our photovoice exhibition in 
March 2012.  
However, his joyful outgoing self-portrait was in stark contrast to the withdrawn Thái I observed 
when he was in class or encountered his classmates. My diary noted that:   
Today I came to a school with children with special needs and met Thái at the playground. I 
told Thái that I would visit him after the break. He smiled, sat next to me for a while and ran 
up to his class. The teacher introduced me to the class, I smiled with Thái and others, and 
moved to sit at a table at the end of the classroom. Thái sat in the first row table in the 
middle column, next to a girl, whom I later knew was the leader of the class. I attended six 
lessons of five teachers in Thái’s class. I had an impression that Thái sat in class, but he 
seemed invisible. He rarely looked at the teachers or his friends when they answered 
questions or came in the front of class to join in some activities. He did not join in any 
activities in lessons, or raised his hand. Two teachers talked to him. One asked him if he 
brought his book for this subject and requested him to stop picking his lips. Another teacher 
reminded him to take notes. The girl next to him did not talk to him, not even during short 
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breaks between lessons. She made a half turn in order to talk with another girl behind Thái 
instead of talking with Thái. Thái was also almost silent in his class. He grabbed some food 
and ate lunch alone. He did not join any games with his classmates though there were 
several small groups playing together. I heard only a few words from Thái when he 
responded to a teacher during lunch time. I talked with his teachers and a couple of his 
classmates. ‘Thái has good manners. He keeps quiet and does not annoy others. He also 
does not have any behavioural problem. However, he is so slow (in learning). His mother is 
wonderful, takes good care of him. She ‘xin’ (asked a favor) to let him in as an observer in 
class’….  Hương, the class leader told me, ‘I have been asked to help him (Thái). It is so 
tiring. I ask him things but he does not respond. I remind him to bring his exam papers but 
he does not bring them, and his classmates gave them to him several times’. The girl behind 
Thái added, ‘He only likes being by himself. We could not invite him to play with us since 
he likes running and runs off immediately right after lessons end’.   
The social isolation of Thái is also reflected in other children’s photographs. For example, when I 
asked Linh about his photo, he told me that he took this photo outside of his apartment. These 
children were his neighbours and play in the corridor. I asked if he ever played with these kids, and 
he said ‘no’. He added these children did not play with him. His photographs reveal his interest in 
the other children and their games, but he is able to participate only as an observer.  
Figure 27: Untitled 
 
I also learned that Linh’s parents invited a teacher 
to come to teach him to play some sports that 
children at his age could play. When I was in his 
apartment, the teacher came to teach him to play 
badminton. The teacher also told me that he often 
took him to a shared playground of his building in 
order to play with other kids. However, the kids 
rarely played with him. 
Likewise, the photograph below was taken by Minh. His brother played bubbles with a neighbour’s 
boy in the small path in front of Minh’s house.  
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Figure 28: Little brother played bubble with a friend 
 
When I asked him to tell me about this photo, he 
said briefly, ‘My little brother played bubbles with 
a friend’, and quickly moved onto another photo of 
his mother standing outside of their house gate. 
When I asked, he said, ‘Mum was looking for me’. 
I asked why, and his mum explained that: ‘Minh 
liked blowing bubbles and wanted to play with his 
brother and the neighbour. But the neighbour did 
not want Minh to play. He said Minh did not know 
how. So I was outside to keep an eye out for them’. 
  
This photo and story illustrated how Minh was not welcomed or included by other children in their 
play. Minh wished to be included but in this context he was relegated to the status of 
outsider/observer. Minh’s photo also captures how there is very little outdoor space in Hanoi for 
children to play. These two boys played on the local path which was used for pedestrians, bikes and 
motorbikes.  
From the inside looking out 
Children took many photographs of the street or buildings outside their home. They took these 
photos from the balcony and window. We might read these photographs as demonstrations of how 
the children have some interest about the world outside of their home; however, for many reasons 
they may not or cannot get close to the world. For example, the following are photos of Đào, 
Quỳnh and Linh. 
Đào took four below photos of this scene (small path in her neighbourhood) from the balcony of 
her house. I present these photos by order in her camera. These photographs show that Đào zoomed 
it in gradually, and the second right was the most close-up. 
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Figure 29: Đào’s photo: through balcony 
 
 
 
 
 
Figure 30: Quynh's photo: through window  
 
Quỳnh and her family lived in an old building 
in a busy neighbourhood. This photo belonged 
to a series of photos that Quỳnh took at her 
favourite place in the house, a balcony 
renovated with a glass window. From the 
window Quỳnh could see the street which was 
often very busy with shops, street restaurants 
and people.  
Quynh’s parents recalled that once she crossed the street by herself on the way from her school 
back home. It made all her family members worried, since she just walked onto the road without 
watching for traffic with lots of motorbikes and cars. Since then her parents have not allowed her to 
be in the street by herself. 
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Figure 31: Linh's photo: through window 
 
Linh took this photo of buildings from the 
window of his apartment at floor 21. His 
family moved in the new apartment less than 
two years ago. This was a newly established 
neighbourhood with new buildings and lot of 
construction. He had no friends in his building. 
His former school was in walking distance 
from his apartment. However, since he had 
suffered violence/bullying in his school, his 
parents decided to move him to a parent-run 
school.   
These photographs communicate not just through their subject matter but through their angles and 
distance, the exclusion from outside, and restricted environmental conditions that these children 
grow up in. 
Enjoying using the cameras 
Children’s photographs also reveal how much some children enjoyed using cameras. They used it 
as a way to explore the world around them and entertain themselves. Thái is a good example of 
this. As mentioned earlier, he used his camera to explore his body, and experimented with creative 
images such as his series of photos to capture the light in the sun (above). He also used his camera 
to look at things close up. The following are samples of his close-up photos.   These photographs 
reveal his aesthetic response to patterns, colour, and scale.  
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Figure 32: compass, inside car, red and orange 
 
 
Compass Inside toy car  
  
Red Orange 
Ambiguities in interpretation 
A number of photographs defied initial interpretation. On the one hand, such photographs could be 
dismissed as having no intent or the result of inadequate skills of representation. On the other hand, 
one might interpret some photographs as the product of particular autistic fixations.  But I learned 
not to make assumptions about the photographs. Sometimes I, children’s parents and other 
colleagues made our own interpretation that did not necessarily reflect what the children intended 
to say. Children with autism had their own perspectives and often surprised us with what they were 
trying to express. The important challenge was how to best give them opportunities to explain what 
they thought to us.  Quỳnh is a good example to illustrate that the more time we spent talking and 
getting to know children, the more we understand their messages from the photos.  
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Figure 33: Quynh's photo: what could we see? 
 
What could we see from this photo? When the 
consultant photovoice expert and I met 
together and saw photos taken by children, we 
wondered what the focus was of this photo. For 
this photo, using our knowledge on autism, we 
interpreted that the children might be interested 
in the space between objects, or the pattern on 
the floor as some children with autism are 
known to fixate on visual patterns that are 
repeated (Pierce, Conant et al. 2011). 
In the next meeting, I talked with Quỳnh about her photos, including this one. Surprisingly, she told 
me ‘It is my shoe. I love these shoes, but it has a small hole in my shoe, and my mom does not 
know about it’.   
Figure 34: Emptiness 
 
 
 
The photo on the left is another example of a 
photograph that is difficult to interpret without 
having more communication with the child who 
took it. Since Quỳnh took a number of photos of 
this scene, both her mother and I did not know 
what attracted her interest when she took these 
photos. We thought she might be interested in 
‘space’ and had no focus. During preparation for 
exhibition, we brought back the photo to her and 
she gave the title for this photo ‘Vắng vẻ’ 
(Emptiness). Yes, she wanted to capture space, 
but social ‘emptiness’ of space. Later we learned 
that this photo was taken at the end of the party 
organised by the Hanoi Club in a school. During 
the party, there were many people, and Quỳnh 
captured the moment that most people went home, 
giving the school back to the emptiness. 
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Quỳnh had the ability to communicate. Therefore, we could learn from her explanations.  But some 
other children had very limited communication skills. Therefore, further discussions with their 
parents or other information helped us consider why some of the images were captured by children. 
Thủy is a good example of this. 
Thủy did not take many photos, only 56 photos, in two rounds. Among his 56 photos, he took two 
photos of a dog and a number of photos about lights in different contexts, including decoration 
lights on a tree, light from a car moving at night, and electrical equipment lights at night. As 
described earlier, I could understand his photos of movie trailers since I could see his excitement 
when he showed me photos of movie trailers and told me about them. 
Figure 35: Thủy's photo 
 
However, I could not interpret what the dog and 
lights meant to him, what led him to take these 
photos. Thủy did not answer my questions when 
I asked him about these photos. I later talked 
with his mother and teachers and learned that 
the dog was his neighbour’s dog, and he did not 
like the dog’s barking. 
 
 
Nevertheless I still did not know why he 
took photos of lights: if he was interested in 
cars, or the computer and for this reason took a 
photo of an internet modem and car lights, or if 
he just took photos on the street since his mother 
told him to go out. Later while I worked as a 
volunteer translator to an OT in a seminar series, 
I learned that Thủy was very interested in lights, 
and oversensitive to sounds. Lights calm him 
down and make him smile. 
 
He calms down with some selected sounds but will run away immediately when therapists try other 
sounds. His teachers informed me that in the past he did not allow the school to play any music for 
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a year. This information helped me understand his photographs better.  In this case, perhaps Thủy 
was showing us what he liked (different kinds of lights) and what he did not like (dogs barking).  
Public education through photovoice exhibition 
In February 2012, the mothers participating in the photovoice project and I worked together to 
prepare for a photovoice exhibition to celebrate World Autism Awareness Day, April 2, 2012. After 
reviewing previous media materials, we decided that the exhibition would have the title ‘Through 
my eyes’ and mainly present the photos taken by children with ASD only, as in previous events 
parents and professionals normally talked about the children. This would provide an opportunity for 
the children to communicate their experiences themselves through their photographs. The ‘Through 
my eyes’ photovoice exhibition was held from March 25 to April 3, 2012 at an exhibition house in 
the centre of Hanoi. This exhibition aimed to raise awareness on ASD in Hanoi, to help the 
audience have a better understanding of this condition and more positive views of children with 
ASD and their parents.  
Four parents and nine children participated in preparing and organising the photo exhibition 
although their participation varied. Referring to themes emerging from children’s photographs and 
the book 10 things that children with autism wish you know59 we developed themes for the 
exhibition. The exhibition included six themes: 1) I am a child, 2) I think and learn differently, 3) 
My sensory perceptions are disordered, 4) Be patient with my limited vocabulary, 5) Look through 
outside, and 6) Include me. Then I met either with the children alone or with both parents and 
children to ask them to choose photos that they would like to share with others. After they made 
their first selection, I asked them to choose a smaller collection, in case we did not have enough 
space to exhibit all the photos. In some cases when I could not meet the parents in person, I sent 
them an email to ask them to work with their children to select photos for the exhibition and 
prioritise their photos, including the first 10, 20, and 30 photos that they like most depending on the 
number of photos their children had. After we had a collection for the photo exhibition, the children 
gave titles to their photos. Some of the children could write titles themselves, some children 
skipped some titles, and a couple of children did not write/or tell me titles for their photos. These 
photos were named ‘untitled’.  
The final exhibition included the display of about 170 photos taken by nine children, a 10 minute 
film on sensory behaviours entitled ‘Stories of my senses’, a series of one hour workshops run by 
                                                           
59The book Ten things every child with autism wishes you knew was written by Ellen Notbohm, and published in 2005 
by Future Horizons. 
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an OT and a representative of the Hanoi Club for care givers, a corner that presented photo albums 
of four children with ASD made by their mothers and teachers, and writings from care givers and 
some teachers in a contest run by the Hanoi Club. In addition, the exhibit space included an 
experimental corner which allowed visitors to experience some of the sensory difficulties that 
children with ASD encounter in everyday life.  The presence of children with ASD and the 
interaction between the children and visitors also helped visitors to have positive attitudes toward 
this condition. As one girl shared in her note: 
Today, I visited the exhibition coincidently, and met Minh. He could play flute, and like me, 
he learned Japanese. It is amazing. 
This exhibition was the product of intense collaboration between many people and got very positive 
feedback. Many people devoted their time, expertise, and other contributions to this exhibition 
including my colleagues at CCIHP, an exhibition designer, the occupational therapist, mothers of 
Hanoi Club, teachers, children, my thesis advisors, and the writer and singer of the song ‘Through 
my eyes’ (used as an overarching theme for the exhibition). The exhibition attracted the attention of 
media, organisations and individuals. The exhibition received more than 1,500 visits with many 
sharing their reactions and responses. In addition, more than 100 parents of children benefited from 
workshops with the OT and parents at the exhibition.  
After the success of the photovoice exhibition at the exhibition centre, two universities in Hanoi 
also hosted this exhibition in their universities. Exhibitions at the universities lasted from five days 
to two weeks and included only the photo exhibition and not the counselling and education 
sections.  
Conclusions 
Photovoice contributed significantly to this study. It was beneficial in providing rich research data, 
but also provided benefits to the participants and the Hanoi community.  
Photovoice created novel opportunities for me, as a researcher, to learn about ASD from 
participants with more vivid insights. Employed within a participatory approach, photovoice shifted 
the power imbalance in the relationship between researcher and research participants. It empowered 
the children and their parents as active collaborators (Bell 2010). As a researcher, I played the role 
of a facilitator, while children and parents held the research tools (cameras) and produced 
photographs and co-constructed their stories through discussions with the researcher. As experts on 
188 | P a g e  
 
their lives, parents and children taught me about their lives through their photographs and stories 
(Wang and Pies 2004). Children photographed their favourite toys, interests, families, homes, 
friends and activities in which they engaged. These photographs were very powerful and valuable, 
especially in the context that children with ASD have difficulties engaging in traditional 
communication (usually verbal) with other people. A boy took a number of photos of his mother 
undertaking various activities: cooking, cleaning, washing his bike, working on the computer, 
knitting, and reading a book. Verbally he explained these photographs very briefly such as ‘Mum is 
cooking’, ‘Mum’s knitting’. However, by viewing photographs with him, I understood that he had a 
close attachment with his mother. The interactive process in the photovoice project allowed me to 
have more time to observe, listen to and experience these children. Children’s photographs and my 
observations during photovoice helped me to explore children’s daily lives.  
These benefits were experienced not only by me as a researcher but also by parents who described  
gaining benefits from engaging in this photovoice research project. Parents increased their active 
participation in this research project through photovoice activities themselves. They worked hard in 
organising the photovoice exhibition with the children and discussing the themes and outline of the 
sensory film. They introduced me to other potential participants and encouraged other parents to 
participate in the online survey, and especially initiated developing photo albums of their children. 
These photo albums included photos of their children from when they were younger until the 
present, as well as notes and stories. These photo albums were displayed at the photovoice 
exhibition and received several sympathetic and positive comments. In addition, parents expressed 
their pride in their children’s photographs. They invited their family members and friends to visit 
the photo exhibition and see their children’s photos. Parents also reported that participating in 
photovoice with their children helped them understand their children better. As one mother wrote: 
I always think that I am the person who understands most about you. I thought I could 
understand what you want through your eyes, your gestures. However, since you and I 
joined this group, I realise that you have so many things that I might not understand. 
Through your photos I know more about your world, and know why you say like this, laugh 
like this…I  criticise you less, and see your life having more fun and I know that you love 
me more.  
There were some advantages for children when they participated in photovoice. For some children, 
it was the first time they owned a camera themselves. They used cameras to take the photos that 
they wanted, entertained themselves with cameras, and enjoyed these photos. Children shared their 
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photos with me and their attention, laughter and smiles. Participating in the photovoice exhibition 
with encouragement from others might have helped them feel more positive about themselves.   
The use of photovoice also contributed to raise public awareness about this condition. During the 
exhibition, about a dozen online newspapers, and six national and Hanoi television channels 
broadcasted the exhibition as well as information about ASD. Since sensory issues were one of the 
main themes in this exhibition, a television program was produced on sensory issues with the OT 
who provided workshops for parents at the exhibition. In addition, a couple of articles on the 
exhibition were written by students of one university which held the exhibition in April, and posted 
on the university website. Exhibition visitors expressed their respect to parents, understanding, 
sympathy, love toward the children with ASD, and need of taking action to support the children. 
Many of them left their phone numbers and e-mails. The following are some of the 133 notes from 
visitors: 
Looking at these photographs of the children, I found happiness, belief, and innocence. 
Rethinking about myself, I realised that I am a normal person but I could not have as much 
courage as yours (children). I need to improve myself and hope that I could help them more. 
Wish you be happy and everybody always be with you. Love. (girl, born in the 1990s) 
I myself have heard about the term autism, but this is the first time I can feel and learn about 
living with ASD comprehensively, meaningfully and emotionally in this exhibition. Thanks 
to the organisers. 
Really interesting and good that it found a place here in Vietnam, a lot of nice pictures and 
you can see the children had fun with taking them. (a foreign visitor) 
There were several limitations in this photovoice project. The photovoice activity was time 
consuming, but it needed to be not too long in order to keep participants motivated. Photovoice 
with children with ASD required an enormous amount of flexibility and patience. Some children 
were able to share their photos in group, while some other children were not interested. Some 
children could sit, yet a couple of children kept wandering away/off or performed what they wanted 
to do. They also forgot to bring cameras or lost their interest of sharing their photos at certain times. 
As working in a group seemed not very effective with children with ASD, I worked with them 
individually or in pairs. It took time for me to arrange a meeting with them, and when we could 
make an appointment the children sometimes forgot or were not interested in interacting with their 
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photos. Thus, in some cases I may not have been able to capture children’s reactions to their 
photos.  
The level of participation and communication of children also needed to be taken into 
consideration. Some children could communicate with me about their photos. However, some other 
children were not interested in talking with me and provided very little other information except 
their photographs. Special skills to enhance communication are required to work with children with 
ASD. This raises questions of who is able to participate and who has the right to interpret their 
photos.  
Ethical issues also need to be taken into consideration in the photovoice project with children with 
ASD. Though I used simple language as well as modified forms with pictures to communicate with 
children about the study purpose and informed consent, I found it was still a challenge. Though 
parents and teachers also supported me to communicate with these children, I could not guarantee 
that these children understood comprehensively. Jukowski (2008), in her photovoice project with 
individuals with intellectual disability, also recognised this challenge. In addition, protecting 
anonymity and confidentiality has been an issue in research involving images (Bell 2010). As 
earlier discussed in Chapter 3, children with ASD had problems in following instructions of asking 
informed consent when they took photos of other people. The photovoice exhibition added to these 
complexities. Even though I discussed with parents about the risks of disclosing personal identity at 
the exhibition, most of the children and parents wanted to use children’s real names in their 
photographs, and showed up at the exhibition. This was good for public awareness raising and 
advocacy, but it affected the anonymity and confidentiality of my research. Though I used 
pseudonyms for children, several parents at the Hanoi Club, who had not participated in the study, 
knew the children who participated in this study. 
Both content analysis and contextualised analysis using various forms of participation and 
observation had strengths and limitations. Content analysis helped me to obtain a quantitative 
description from the large set of photographs. However, since there was a very wide range of 
engagement in taking photos, content analysis of all photos taken by children was skewed towards 
children who had more photos. In addition, it is ‘quite a technical procedure’ (Bell 2001 p 13), that 
breaks information into small categories, dismisses contextual information (Bock and Isermann 
2011), and depends on the interpretation of viewers rather than the photo takers. I was challenged 
in considering whether I or other viewers could or should be able to speak for children with ASD 
through isolating these photos from their daily contexts. Although categories and subcategories 
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should be defined exclusively in content analysis, some authors advocate that it is impossible for a 
researcher or other viewers to avoid bias of interpretation since photographs are polysemic (Bock 
and Isermann 2011).  
When I undertook the coding, I also struggled with this difficulty. In most of the cases, I could 
identify the location in which children took the photos through conversation with children when 
they shared photos with me or through my observation when I attended activities with them or 
visited their homes and schools. However, regarding the focus of photos, it was quite challenging, 
since the focus of photo from my point of view sometimes differed markedly from what the 
children want to capture. In a number of photos, I could verify my view through my conversations 
with the children. But I also tended to assume that the focus of photos was what was in the centre of 
photos, or what I assumed the children wanted to capture. For example, if a child took a photo 
using a wide view and nothing was clearly at the centre (e.g. in the centre position or not much 
bigger than other objects), I coded the focus of the photos as ‘scene’. It might be a scene of their 
living room or scene of a place that they visited. When I did not know or could not make the 
decision, I coded them as ‘unknown’. ‘Unknown’ values could be found in categories, location and 
focus. In short, content analysis proved very limited in helping to understand the visual data, other 
than at a descriptive level.  
The participatory action research approach helped me to engage these children in the research and 
learn more from them. I had rich information from my conversations with children during 
photovoice and information from other activities within my qualitative research. Each piece of 
contextual information contributed to better understanding the meanings of visual images from 
insiders’ perspectives (Bock and Isermann 2011). Nevertheless, there are a range of issues that need 
to be addressed. The capacity for communication and engagement varied amongst the children. As 
a result, some children could express themselves well through photographs, texts and verbal 
communications while others might not talk much with me, so I did not have extra information 
besides their photographs. In addition, some children took a lot of photos, so they did not have 
enough time or patience to tell me about all of their photos. Moreover, I could not visit all 
children’s houses, their schools, and attend all of their activities. Thus, I only conducted analysis 
using participatory methods for a selection of photos for which I have contextual information. 
Therefore, my analysis and interpretation is selective and not equally representative of all nine 
children in my study.     
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Chapter 8: Strategic interventions by parents – from protection to biosocial 
advocacy 
 
In response to the various forms of stigma and discrimination experienced by children with ASD 
and the lack of services available to them, parents employ both defensive strategies to protect their 
children but also proactive strategies to provide them with interventions, education and to address 
and change social attitudes and policies.  
This also marks the birth of biosocial groups around ASD in Vietnam as parents work together to 
provide interventions, train professionals involved with their children and even run their own 
schools to fill the gap in services for their children. Rabinow (1992) argues that new biomedical 
knowledge on nature (e.g. genetic aetiology/risk of disorders/diseases) will lead to new biosocial 
group and individual identities and new forms of practices (e.g. genetic screening, therapy). This 
concept of biosociality has been utilised in a number of studies on chronic diseases, cancer, 
disability and medical technology to understand the formation of new practices and social identities 
associated with medical technologies (Gibbon and Novas 2008).  Rose (2006) presents the concept 
of biological citizenship, to refer to  people who have a shared identity formed around a biological 
condition  who work together to demand knowledge, recognition, identity and claim their expertise.  
Most literature on biosociality is Western-based and there has been little discussion of the concept’s 
applicability in non-Western settings (Roberts 2008). Studies in India and Ecuador suggest that the 
concept of biosociality does not work well in societies where patient’s groups lack capacity to 
advocate for themselves in dealing with biological conditions, and where biology is not historically 
viewed as the universal fixity (Das and Addlakha 2001, Roberts 2008). In this chapter, I describe 
the growth of parent-run organisations (for example, schools and intervention groups), the 
development of civil society groups such as the Hanoi Club which advocate on issues related to 
ASD, and parents’ enthusiastic involvement in public activities to draw attention to their condition, 
destigmatise it and educate the public about their children’s needs. By doing this, I discuss the 
applicability of biosociality in the context of Vietnam. 
Defensive strategies to protect their children 
As described in Chapter 5, children with ASD and their parents suffer considerable social stigma.  
This results from the misunderstandings on this condition, the negative views toward disability, and 
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the social hierarchy and inequality that exclude children with ASD.  Protection may take various 
forms – from keeping the child’s condition a secret to restricting the child’s movements and 
monitoring the child’s activities and interactions.  
Parents are very concerned about the safety of their children with ASD. They are worried that their 
children may be targets for criminals to exploit. They are also concerned that their children might be 
abused economically, physically and sexually and their children do not know how to tell other people 
about this. Some parents are also concerned that because their children do not know how to manage 
their behaviours in public, they might be beaten by other people.  
My greatest concern about these kids is being abused. These children do not have enough 
understanding to know what is right and what is wrong, so someone my take advantage 
ofthem to do crime, or girls might be sexually abused. (Nga, 48-year-old mother) 
Minh loves mobile phones, so he can get them very quickly. I told the teachers that they 
needed to keep an eye on him, because when Minh goes out to market to learn shopping skills 
he could take phones from strangers, then he would be beaten before the teachers have time to 
explain. Safety skills are very difficult to teach because our society is very complicated. (Bich, 
38-year-old mother) 
Parents report that they are in a dilemma. On the one hand, they want their children go out to learn 
more about living independently and help other people learn more about this condition. On the 
other hand, when their children go out they might be at risk of being discriminated against or in 
danger (e.g. traffic accidents, get lost, crime, being abused). Thus, some parents keep their children 
at home to protect them.  
I want him to go out in order to learn more, and also help him relax, but when he goes out, if 
he gets excited, he runs, I cannot follow him. He is so strong and big now. So now we have 
two choices, locking him at home with parents, or having someone keep company with him. 
Locking him at home is safe, but he would be affected. It is very sad to keep him at home, but 
we could not keep him safe outside. We do not know what to do. So we love him, but we still 
have to keep him at home. It is miserable. (Chi, 43 years old, mother of 17-year-old boy) 
Many parents do not want to tell other people about their child’s condition. Sometimes this is 
because the grandparents do not allow the parents to disclose their grandchild’s condition in order 
to protect the child’s future. Service providers report that many parents do not want to reveal that 
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their children study at early intervention centres, so professionals have difficulty in providing 
follow-up support when children study at mainstream schools.  
In addition to protecting their child with ASD, many parents keep the condition secret in order to 
protect the family name and siblings of the child with ASD. A mother of a boy, who already 
appeared in the media as a child with ASD, explains the reasons why many parents in Hanoi protect 
their children:   
When the society does not have sympathetic and friendly attitudes toward people with ASD, 
parents should protect their children […] The sick child might not care about how other 
people treat them, make fun of them, but their parents and siblings feel hurt. Parents can 
accept this pain because parents give birth to the children, but their siblings have no reason 
to bear the pain, so we should protect them. [The] healthy children [siblings] can bear it, but 
how about their wives, their children, friends? … I remember that I asked Mrs Tuyết to 
disclose her son’s condition, since the boy is very typical of ASD, but she told me that, ‘I 
would only agree to be in public after my daughter gets married’. Her husband used to expel 
someone out of their home if they came to ask about his son. They did it because they want 
to protect them, their sick kid, and the healthy kids. (Nga, 48-year-old mother) 
While a number of parents do not want to disclose their child’s condition, others are more 
comfortable to tell other people about their child’s condition in order to get better understanding 
from others. For example, one mother participating in the photovoice project described her practice 
of disclosure in response to a photograph of her son at one of his favourite places.  
Figure 36: My son 
This is the place that my son rides 
skate rollers. You can see in the 
photo, he is coming to the place that 
some elderly people do exercise. He is 
interested in the cassette player which 
the elderly play bring there to have 
exercise. He often comes there, 
touches the player, changes volume, 
and sometimes his behaviours disturb the elderly people…Wherever he goes, I, my husband or his 
teachers have to come and explain to strangers that my son has the disease ‘bệnh’, and asked them 
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to allow my son to play there. Some people did not believe what I am saying; for example, when 
they saw that he needed two teachers to train him to ride roller skates, they commented that we 
spoiled him, and we behaved as if only our family has a son. But later they witnessed his tantrums, 
then they accepted it. (Chi, 43-year-old mother of 17-year-old boy) 
However, it is interesting to note that this mother, like many others, used the term disease, ‘bệnh’, 
instead of the term tự kỷ (ASD). As noted in Chapter 5, the use of such terms deflects some of the 
stigma associated with ASD.  
Exclusion and bullying in school are big concerns for parents who have their children study in 
mainstream schools. Some parents choose the solution of participating in the parent’s committee 
and creating good connection with other students in their child’s class. I remember that in one 
parent’s meeting, a mother told the story that her son was bullied in school, and this raised very 
dynamic discussion among parents. One parent asked why the mother did not report it to her son’s 
teacher. However, some other parents commented that reporting to the teacher was not a good 
solution; instead, it might lead to stronger bullying or exclusion. These parents suggested that the 
mother should develop good relationships with both teacher and students in order to get more 
attention from the teacher and sympathy from students. This strategy is also mentioned by some 
other parents in this study.  
I participate in the class parents’ committee, so I often have contacts with teachers and children in 
my daughter’s class. I talk with the children when I bring my daughter into school, and sometimes 
I give the children some story books, some milk or snacks for them. These cost very little, I can 
afford that, but I think, when I love and care for the children, the children also care about me, and 
when they like me, they will also like my daughter. (Mai, 37-year-old mother) 
Manipulating the system 
Reminiscent of Scott’s (1985) description of the everyday resistance among Indonesian peasants, 
some parents of children with ASD also manipulate the bureaucratic systems as much as possible to 
obtain social welfare benefits and support for their children. One strategy used by some parents is 
to try to get their children defined as disabled under a different category of disability because ASD 
is not yet acknowledged in policy documents. The Law of Disability (National Assembly 2010) and 
the Degree 28 (Government 2012) regulate only five specific groups of disabilities and one group 
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of others.60 There is no category of developmental disability. Thus, some parents seek for their 
children the certificate of disability in either category 4 (neurological and mental disabilities), or 
category 5 (intellectual disability). With the certificate of disability, parents get social welfare to 
support their children. For example, one mother of a son with very severe ASD told me that 
following advice from another mother, she took her son to have assessment at a hospital for mental 
health, and her son now gets welfare. As discussed earlier in Chapter 5, most children with ASD do 
not get welfare. 
On the first day I took my son to this school, I had drinks in the small shop outside of school, then 
some other mothers sat there and told me that their children got welfare. So I took my son to the 
Mai Anh mental health hospital. They gave me a certificate that my son has mental disorder in 
order to get welfare, so my son now receives 300,000 VND (equivalent to 15 dollars) a month; it 
is helpful a little bit. (Ly, 35-year-old mother) 
Getting some links between ASD and Agent Orange is also noted in this study as one tactic that 
parents might use to access services or define the condition, though it is barely mentioned. One 
mother, who works at organisation of parents of children with intellectual disabilities, including 
children with ASD, reported:  
Some parents chạy (bribe to solicit) documents that their children are affected by Agent 
Orange and then their children will get a place to live in public homes for children, such as 
Hữu nghị (Friendship) or  Hòa bình (Peace) village. Only children who are eligible for trẻ 
thuộc diện chính sách (children of state policy families)61 are allowed to go to such villages. 
(Minh, 36-year-old mother) 
Another mother also associated ASD with Agent Orange: 
I want very much the government to acknowledge ASD as disability in order to get support 
and welfare from government. Autism is disability 100 per cent. It is intellectual disability; it 
is kind of [problem resulting from] Agent Orange. (Huyền, 28-year-old mother, tailor) 
In Vietnam, war-related disabilities and the scientific links between health problems and birth 
defects with chemical defoliants (Agent Orange) has been highlighted in the state’s discourse on 
                                                           
60
 1.Mobility disabilities,2.Hearing disabilities, 3. Visual disabilities, 4. Neurological and mental disabilities, 
5.Intellectual disabilities, and 6. Others. 
61Trẻ thuộc diện chính sách include children of veterans who died or were wounded in the wars, victims of Agent 
Orange, and children of solders on duty in borders or islands.   
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disability (Hunt 2005). Since Vietnam had recent wars with France, America and China, war-
related cause is officially categorised in government data and studies on disability in Vietnam 
(JICA 2002, MOLISA 2000 cited in Le, Khuat et al. 2009). During the period from 1961 to 1971 
US aircraft sprayed Agent Orange in Southern Vietnam (Hunt 2005, Agent Orange Website 2010, 
Phuong 2010). Though controversy remains, there is evidence of association between dioxin 
exposure and risks of birth defects in the following generations of soldiers and villagers (JICA 
2002, Gammeltoft 2008a, Phuong 2010). Information on Agent Orange, health problems and 
human suffering association with Agent Orange has been covered in the Vietnamese media and 
received enormous attention (Gammeltoft 2008a, VAORRC 2010). In this context, sometimes 
people with disabilities are described as war victims and the government gives priorities in terms of 
policies and services for families of Agent Orange victims (Fox 2007, Gammeltoft 2008a).. Thus, 
the statements of the two above mothers suggest that a few parents of children with ASD try to take 
advantage of government discourse and support relating to Agent Orange.   
Proactive strategies 
Many parents of children with ASD in Hanoi also employ a range of proactive strategies in order to 
get better services for their children and to address social discrimination. These include self-
education, capacity-building for others, and initiating various forms of services.   
Self-education 
In response to the lack of services, many parents of children with ASD in Hanoi are very active in 
self-education. As mentioned earlier, many parents study extensively about autism spectrum 
disorder from various sources, including other parents, professionals, websites and books from 
developed countries.  
Parents in Hanoi also teach themselves school programs. Since mainstream schools have limited 
support for children with ASD – for example, they do not have school aides and specialists in 
disability –children with ASD have difficulties in studying in the classroom. Therefore, some other 
parents learn school programs themselves to tutor their children at home.  
I learn her school program and study with her; for example, when she writes I also write 
together, when she reads, I also have to read together from one sentence to another, when she 
learns to sing, learns math, I also have to study the same with her too…However, she has 
improved well, and now she is studying in secondary school. (Ly, mother, 35 years old) 
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Parents of children with ASD in Hanoi play a very important role in capacity-building for the 
professionals working in the field of ASD.   Some parents engage people who care about children 
with ASD (for example, their child’s kindergarten teachers, or supporters) and send them to 
training workshops to build their capacity. Parents provide hands-on coaching with these people. 
Parents also organise workshops for other parents, and these workshops are also open for 
professionals to learn and exchange experiences. Taking into account that some professionals in 
Hanoi may not feel comfortable to learn from parents, some parents use the strategy of 
disseminating materials to professionals. For example, one mother of an eight-year-old boy says: 
Some parents are now teaching ‘cô’ (therapists), but they [professionals] would not believe and 
do not agree, so we do it indirectly. For example, when I have new intervention materials, I give 
it to my son’s ‘cô’, and tell her that she could use it for other families. Centres often keep 
materials secretly, so ‘cô’ might not know about these. I give them to ‘cô’ because I want her to 
share with other‘cô’ and other centres. However, I do not talk with ‘cô’ about my thinking. I 
just tell her that she can use it, but is not allowed to sell these materias. (Bách, 39-year-old 
mother) 
Parent-run interventions and schools 
Parents in this study have undertaken various initiatives to bridge the gaps within the intervention 
service system. Some parents hire professionals for private therapies at home to avoid the crowding 
in centres and better control the content of intervention and attitude of professionals. Parents set up 
small intervention groups for their children. For example, parents who want to use Relationship 
Development Intervention® (RDI) approach, which is not yet available in Hanoi, form together a 
group and invite international experts to come to Vietnam. They share costs relating to travel, 
accommodation, and fees of the experts. They exchange video clips and consultation sessions of 
their children in order to reduce cost. They use their collective power to negotiate reduced 
consultation fees as well as better professionals. Similarly, groups of parents who use ‘BIO’ 
nutritional programs for their children try to find the most economic channels of sending samples 
and importing medication, and exchange knowledge with those parents who cannot afford to buy 
the various supplements but want to try the method.  
Furthermore, as mentioned earlier, some parents establish groups/schools for their children. One 
mother recalls the process of collaborating with other parents to set up a school for their children: 
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When my son was six, I took him to primary school to study. After one week I found that it did 
not work for him, so I took him back to kindergarten to study one more year. At that time, I 
talked a lot with Mrs Nga about opening a school for our kids; she just smiled and did not say 
anything. At that time her son studied Grade 2 and had lots of difficulties in school. When my 
son was seven, he went to Grade 1. I felt very disappointed and worried. I did not know what 
they teach my son, if my son could learn anything and if he was bullied in school. My husband 
told me that if I was so worried, I may take my son home. So I decided to take him home, and 
talked with Mrs Nga again. Mrs Nga said ‘Yes, let’s work together’. So we also talked with 
some other families with older children, and then four families of us joined together to build 
this school. (Lan, 39-year-old, housewife) 
Addressing structural discrimination 
In addition to strategies addressing more directly individual discriminations, parents have some 
strategies which aim to change power relations, and contribute to address structural discrimination. 
Firstly, parents establish channels to disseminate information and support for each other. They 
organise seminars and workshops to provide knowledge and skills for other parents. The website 
tretuky.com and the website vuicungcon.com.vn developed in 2011 and 2012 respectively are two 
websites run by parents of children with ASD in Hanoi. These websites provide valuable 
information resources for parents of children with ASD, from addresses and comments on services 
in Hanoi, updated knowledge, current debates, translated books to upcoming events. These 
websites also host forums for parents to share their stories and experiences, including experience of 
working with professionals and coping with stigma and discrimination. For example, in late 2011 
one mother posted her entry ‘Nước mắt trên đường hoà nhập’ (Tears in the journey of inclusion) in 
the website tretuky.com. This story tells about her sad experience when her son was discriminated 
in one school, her efforts to find a better school for him and the happiness when her son was 
welcomed by the teacher and parents of his classmates. This entry received many comments from 
other parents. Parents of children with ASD in Hanoi also disseminate information on specific 
topics in other forums for other parents. My online survey results suggest parents rely most on 
parents’ websites for information about autism (86%), much more than the sources provided by 
professionals or at centres.62 
                                                           
62Sources that parents rely on for information about autism: 
Source of information No Percentage 
(N=109) 
Websites of parents (e.g.tretuky.com; concuame.com; 
vuicungcon.com; webtretho.com) 
94 86.2 
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Parents set up small groups of parents who have similar interests or needs, e.g. group of parents 
who have newly diagnosed children, group for early intervention. . A small group of parents run a 
column on ASD entitled ‘góc nhỏ của dưa và dê’ (Corner of Dua and De63) in a monthly magazine 
Mẹ và Bé (Mother and Child). These efforts of the parents empower parents themselves and 
contribute to challenge knowledge, attitudes and behaviours of professionals.  
Biosocial Advocacy 
The Hanoi Club of parents of children with ASD is an example of the development of a biosocial 
grouping around ASD that is playing important roles in supporting parents and public education 
and advocacy on ASD. This club was set up in 2002 with the support from a group of international 
experts and local professionals. At the beginning, the Hanoi Club had only a few parents, and now, 
according to representatives of the Hanoi Club, there are more than 1,000 people registered as 
members of its official website tretuky.com. The Hanoi Club is registered under the Hanoi 
Association of Disability. The Hanoi Club is well acknowledged as an active actor in public 
education on ASD. Since 2006 a number of parents of the Hanoi Club have appeared in the media 
to talk about their own stories of living with ASD. They engage the media to help the public have 
more understanding about this condition. Notably, the Hanoi Club organised two walks for Autism 
Awareness Day (April 2nd) in 2010 and 2011 which attracted the participation of more than 5,000 
people. In 2012 and 2013, the Hanoi Club organised some smaller scale activities such as the 
photovoice exhibition described in Chapter 5, workshops for parents and gala nights for 
fundraising. Talking about awareness raising, one representative of the Hanoi Club said: 
At the beginning, we focused on learning and disseminating knowledge and information on 
intervention to each other. Later, about four or five years ago, when our children had 
difficulties in inclusion in schools, being excluded from schools, received negative comments 
and complaints when they went out or went to doctors, we thought that we needed to have 
activities to raise public awareness on ASD. We made a plan to appear in the media. I talked 
about my case on TV in 2008, and before that, since 2007, a couple of mothers have appeared 
in short programs developed by Hanoi television. (Nga, 48-year-old mother) 
                                                                                                                                                                                                
Materials from national children hospitals, and centres 70 64.2 
Professionals 46 42.2 
Websites ofcentres (e.g. Sao Mai, Tuna clinics) 37 33.9 
Media: television, radio, internet 55 50.5 
Popular books 64 58.7 
 
63
 Dua (Melon) and De (Goat) are two nicknames of children with ASD. 
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Parents of children with ASD in Hanoi started to engage in advocacy activities; however, the 
involvement of parents in advocacy is still limited. A representative of the Hanoi Club reports that 
some parents provided  inputs when government asked for comments during the development of the 
Law on Disability. They also participated in some workshops on education inclusion. In their website, 
they ask for official acknowledgement of ASD as a disability. However, they have limitations. For 
example, the Hanoi Club is not yet recognised as an official organisation for parents of children with 
ASD. In the year 2009, the Hanoi Club asked for permission to establish the association of parents of 
children with ASD, but  this initiative was rejected. Thus, so far, the Hanoi Club has not yet got its 
own stamp and official bank account. In addition, most members of the steering committee of the 
Hanoi Club work on a volunteer basis. They have full-time jobs, and therefore they lack both time 
and expertise in developing strategic plans and managing Hanoi Club activities.   
Hopes for the future for their children 
Worry about the future of their children is the greatest concern of parents of children with ASD. 
Most parents in this study are worried about their child’s future because they see there are very 
limited services for people with disability, and so far no available support services for their children 
when they grow up. Existing services do not help them enough to maximise their capacities nor live 
independently, and parents do not have enough money to help their children in the long run for 
intervention. Very few parents in this study hope that their children might earn some money to live; 
for example, through running a café, or working as a motobike taxi driver. Other parents think their 
children might have the capacity to do some simple work; however, they do not think independent 
living is possible for their children, because their children might be abused.  
I do not think much about vocations for my son. You see, systems here in Vietnam are not 
good. We can teach him how to work, but when he goes to work, he will become a target for 
exploitation, or being beaten if he could not work. (Bich, 38-year-old mother) 
Most parents believe that their family will need to take care of their children for their whole life. 
Parents say they need to work hard to earn as much as money to save for their children to live when 
they die. Some parents report that they do not want to think about the future, because it is too hard 
and uncertain for them. Some parents choose the strategy that they teach their other children to be 
responsible for their siblings when they pass away. A few parents hope that parents might join 
together to build a place for the children with ASD to live together with some support.  
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Some parents in this study report that they plan to send their children to rural areas because life in the 
countryside is more peaceful and the relationships between people there are closer than that in the 
city. The chaos and lack of connections in Hanoi is highlighted as unsafe for children with ASD. A 
couple of interviewed mothers spoke of finding wives for their sons from rural areas with the plan 
that the wife would take care oftheir son: 
I’m thinking a plan that, I will go to a very remote area, where there is no electricity, I will 
find a girl of ethnic minority to become a wife for my son. We will buy a small house for 
my son and his wife, in some place far from Hanoi, probably in our home village. They will 
run a small shop, the girl will manage the shop and my son will help in moving, serving 
things. It needs to be far from Hanoi to protect his wife from neighbour’s comments on my 
son. I will love her almost the same as I love my son, because she will take care of my son. 
(Chi, 43 years old) 
Parents in this study express various hopes and wishes. For parents with younger children, parents 
stated they hope their children will get better and be able to study in mainstream school. They also 
hope that intervention centres and schools will provide better services to their children. Parents with 
older children wish the government had more policies and services to meet the various needs of 
their children. Parents who have children with more severe ASD look forward to having some 
specific facilities for their children to study or live when their children grow up.  
I wish that government will have a special school for children with ASD. My son is studying in 
school for children with hearing disabilities. This school is very good for children who are deaf or 
dumb, but it is not suitable for children with ASD. Mainstream schools are appropriate for 
children with mild ASD, but children with severe ASD could not study in mainstream and they 
need to have special schools for them. (Ly, 35-year-old mother) 
The online survey with parents had one open-ended question, in which parents were asked to write 
about their hopes. Parents wrote freely in this question, and these answers were coded thematically 
in groups. Some parents wrote only their top wish, others expressed many hopes. Results from the 
online survey show that the most common hope is that people in society would stigmatise less, 
have greater sympathy and support children with ASD. The next most commonly expressed hopes 
were for their children to improve to be able to have a mainstream education, and that services for 
their children will be improved. The following presents the distribution of parent’s hopes and one 
example from the online survey. 
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                    Table 16: Parents’ hope from online survey (N=125) 
 Number Percentage (%) 
Less stigma and more sympathy toward the children 34 27.2 
The children will be improved, be able to 
mainstream 
28 22.4 
Service improved  28 22.4 
Supportive policy  19 15.2 
The children will be cured 10 8 
More information 7 5.6 
Others (have more health to take care of my child, 
earn more money, my child have a job, my child 
can live independently, my child will be happy) 
16 14.7 
 
My child is autistic, and has difficulty in communication and behavioural problems. Now he/she 
can read, write, do some math, and play piano, but I am very concerned about his/her future. One 
person who cannot read and write still can survive, but how can children with communication, 
interaction disorders, how can they live independently? I hope that the society and the government 
of Vietnam will have better understanding on this condition, in order to have policies to support 
them to study and being included in society to eliminate burdens for families and society. In short, I 
have described the various defensive and proactive strategies employed by parents to counter the 
stigma and discrimination experienced by their children and families, to provide interventions and 
education and advocate on their children’s behalf. In this way parents are acting towards their 
visions of a future for their children in which they are safe and secure, free of discrimination and 
able to pursue a dignified life.  In responses to challenges of the service system and stigma, parents 
of children with ASD in Hanoi, in most cases mothers, have come together to initiate various 
activities themselves to provide better services for their children, challenge stigma, educate the 
public and advocate for change.  
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Chapter 9: Beyond local practices 
I was born with lots of luck. Life gives us many things that sometimes we could not 
feel thoroughly. Let’s live more slowly, think differently, and love more. 
(Anonymous visitor at the photovoice exhibition) 
Like the visitor at our photovoice exhibition above, I started this study with very little knowledge 
about ASD and many questions when I witnessed friends and colleagues nurturing their children 
with ASD. This has been a special journey –listening to parents’ stories, observing their daily lives 
and activities, and their interactions with service providers at clinics. I have been especially 
privileged to learn through the eyes of the children with ASD in the photovoice project, to think 
and feel differently about this condition.  
This thesis presents the first study of how ASD is understood and managed in the cultural, social 
and economic context of Hanoi, Vietnam. I described the services available and barriers preventing 
families living with this condition from accessing services, the meanings attached to ASD within 
the social and cultural context, the lived experiences of parents of children with ASD, and to 
explore the use of photovoice with children with ASD. Using the framework introduced in Chapter 
3, I examined the construction of this condition within multi-level interactions of individuals, 
families, community, and society. In this concluding chapter, I summarise the key findings. I also 
consider the broader implications of this study for ASD in other areas in Vietnam, and possible 
implications for other low and middle income countries (LMIC). Finally, I suggest how this study 
contributes to broader theoretical debates on heterogeneity, the rights of people living with 
disability, biosociality as well as methodological issues. 
This ethnographic study reinforces the observation that a health condition is not a biological entity 
only; instead, it is a product of interactions between biology, social practices, lived experience and 
cultural meanings (Kleinman 1973, Good 1994, Kleinman 1995), and that social and economic 
inequality and power have significant influences over the representation and care given to a health 
issue (Baer and Singer 2003, Pool and Geissler 2005). There are common experiences of children 
with ASD and their parents across the world. These include: the limited knowledge of the aetiology 
of ASD, misunderstandings of this condition, stigma and discrimination toward ASD, the lack of 
research evidence on effective interventions and the lack of services for children with ASD 
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(Grinker 2007, Keen and Rodger 2012, Sun, Allison et al. 2013). However, this study provides 
explicit description and notes issues particular to Vietnam. 
A major contribution of this thesis is the detailed exploration of the assessment and diagnosis 
procedures for ASD and their implications in Vietnam.  Though there has been significant 
improvement in identification and services for ASD in economically developed countries, the 
assessment and diagnosis of this condition still presents numerous challenges (Wallace, Fein et al. 
2012). Families and children in Vietnam face some specific difficulties in obtain assessment and 
diagnosis of ASD. Young infants and children in Hanoi experience no routine health and 
development screening, leading to a lack of early identification of ASD. Once a problem is 
suspected, they are not assessed by a team of multi-disciplinary professionals. Clinical guidance for 
assessment is rarely available and there is no monitoring of the quality of assessment at clinics. 
Professionals at different service facilities use different assessment tools and children are assessed 
and given a diagnosis in a rushed and perfunctory manner. Assessment tools are from Western 
countries, most of them have not yet been validated and culturally adapted for Vietnam, and 
sometimes are not used appropriately. The lack of discussion between professionals, and between 
professionals and parents during assessment prevents professionals from working in effective teams 
and results in limited support for the children and their parents. Such inadequacies reflect the lack 
of resources within the Vietnamese health system. It is likely that in other LMIC with similar 
resourcing issues, many children with ASD remain undetected and untreated (Samadi and 
McConkey 2011, Wallace, Fein et al. 2012).  
The assessment and diagnosis of ASD also exhibits the dynamic interactions between medicine, 
culture and society. As noted by medical sociologists, giving a diagnosis of a disease or health 
condition is not only a medical classification, but a social diagnosis (Jutel 2009, Brown, Lyson et 
al. 2011, Jutel and Nettleton 2011). Studies in developed countries show that diagnosis of ASD is a 
process of negotiation between clinical experiences, scientific evidence and families (Lenne and 
Waldby 2011). In the context of Vietnam where services are limited, and stigma toward ASD exits, 
the provision of a quick diagnosis of ASD for children is problematic. As the case study of the 
diagnosis of Huy revealed, children and parents get assessed and diagnosed within a very rapid 
process. Having a diagnostic label motivates parents and professionals to act earlier for children 
with ASD. However, the quick and often inaccurate labelling of ASD for children also leads to 
mistrust, uncertainty, and parents’ resistance, and has potentially adverse social and educational 
consequences for the children. The children might be at risk of getting inappropriate education and 
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little opportunity to maximise their capacities. The scarcity of services and support, and the growth 
of private intervention centres without institutional regulation, exacerbate economic, physical and 
emotional burdens for the families of children diagnosed with ASD. The adverse impacts highlight 
the need for careful assessment and accurate diagnosis before giving the diagnostic label to children 
and their families.    
With limited resources and limited capacities in the face of huge demand, it is challenging for 
Vietnamese service providers to employ the recommended procedures of assessment and evaluation 
for ASD currently used in developed countries (Filipek, Accardo et al. 1999, Wilkinson 2010).  
Alternative procedures and protocols for assessment, taking into account the contexts common to 
LMIC, need to be developed. In addition, initiatives to enhance knowledge, attitudes and skills of 
service providers (including communication skills with parents), and improved public awareness 
and early identification on ASD, are needed.  
My study shows that ASD and disability have been strongly stigmatised in Vietnam. The 
heterogeneity in ASD is well recognised in other countries. There is a wide spectrum encompassing 
different medical conditions, capacities, and potentials for improvement during interventions for 
individuals with ASD (Jones and Klin 2009, Waterhouse 2013).  Yet individuals with ASD in 
Hanoi are often treated as one homogenous group. Social attitudes in Vietnam towards people with 
ASD are based upon certain stereotypes of people with ASD as inauspicious, useless, stupid, a 
burden and dangerous, and do not recognise the diversity and capacity of the group. In addition, 
traditional beliefs on rebirth and karma associate disability as a consequence of ancestor’s karmic 
demerit (Hunt 2005, Gammeltoft 2008b). Stigma attached to hereditary causes for sickness and 
disability also makes families of children with ASD feel shamed, guilty, inferior and worried. In 
this way, my study contributes to the discussion of the cross-cultural meanings of disability. 
The political, economic and social context in Vietnam influences how parents seek interventions, 
cope with stigma, use the ASD label and form biosocial groups. Cultural values towards the family, 
parenthood, and children make parents of children with ASD in Vietnam feel inferior. Parents think 
that they do not fulfil the cultural expectation of keeping their family reputation high, of having a 
healthy child (especially a boy) to continue the family lineage and take care of the parents in their 
old age. In Vietnam, individuals are expected to conform appropriately to cultural and social norms, 
and thể diện (public face) is very important (Mai, Thien et al. 2004). Being special or different (not 
normal) is grounds for criticism. Thus, parents of children with ASD feel inferior when their 
children are different to other children, as for example when their children have sensory seeking 
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and stereotypic behaviours, and they try to pass their children as normal. New discoveries and 
discussions on genetic causes of ASD reduce the stigma of past representations of ASD as caused 
by bad parenting (McMahon, Baty et al. 2006), but on the other hand, may continue to blame 
parents in society where public face and the family line is very important. This case study of ASD 
in Hanoi highlights the need for understanding ASD within different political, economic, social and 
cultural settings. Further research is required in Vietnam to understand the responses toward ASD 
in rural areas where services and economic conditions differ to those in Hanoi, the roles of 
grandparents, and the impacts of this condition on siblings of children with ASD. The needs of 
older children and adults with ASD require further investigation, including their sexual and 
reproductive health.   
While the WHO framework on disability recognises the need for integrating a social model and 
medical model in addressing disability (WHO 2001), in Vietnam disability and ASD in particular, 
have been treated as individual problems– at odds with the expectations and values of a socialist 
state. The families are solely responsible in taking care, seek intervention and paying for services as 
described in Chapter 6. The government has made limited efforts in providing policies and services 
to support individuals with ASD and their parents. So, as I show, individuals with ASD struggle 
with great social and economic burdens. 
A consequence of this is that individuals with disability have great difficulty in exercising their 
rights. International discourses acknowledge social barriers and the rights of people with disability 
through a number of international human rights treaties; for example, the Convention on the Rights 
of Persons with Disabilities (UN No date) adopted in December 2006 and entered into force 2008 
(European Commission 2013), Millennium Development Goals issued in 2000 (Millennium Project 
2006), and the Convention on the Rights of the Child first adopted in 1989 (UN 2009). Vietnam has 
been quick to become a signatory to these conventions and treaties, and has developed and enacted 
some laws and policies that support people with disability, including policies on inclusive 
education, disability laws, and a decree on implementing the law on disability (Villa, Tac et al. 
2003, Rydstrom 2010). In many respects such institutional response is in advance of that existing in 
many LMICs. However, there is lack of enforcement in the implementation of these policies. Many 
children with ASD experience no schooling, moving from school to school, experiencing 
discrimination in schools or studying in schools that are not suitable for them, or with very little 
support. Their right as children to education is denied. Likewise, they also experience lack of health 
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care, intervention services and occupational training. Their parents rightly feel concerned about the 
future for their children. 
A fundamental barrier is that current policies in Vietnam do not acknowledge ASD as a disability. 
This prevents children with ASD accessing welfare and services. Most children with ASD in this 
study and in Vietnam in general do not receive any economic support or social welfare. Parents 
have to pay all expenses for intervention and treatments for their children, which often include a 
wide range of non-evidence-based treatments. Due to rising demand and without government 
monitoring and regulation, the provision of intervention services for children with ASD is 
becoming a growing profitable business. Parents are approached, and in some cases exploited by 
both local and international service providers. Yet, as I show, such services often fail to care for the 
most severely affected children and some parents resent the failure of the state to care about their 
children’s needs.  
As Wahlberg (2009 p. 109) notes,  what is at stake within family considerations of disability is the 
‘kind of living’ and quality of life of an entire family can expect with a given disorder. The ‘kind of 
living’ with ASD among the well-educated urban parents of this study is one in which they 
frantically pursue a range of costly interventions for their children to maximise their education and 
future potential. Poorer families and those from rural Vietnam have neither the income, time, nor 
opportunities to pursue such interventions. 
This thesis also documents the nascent advocacy movement within Vietnam for individuals on the 
spectrum. Parents of children with ASD in Hanoi use various strategies to negotiate for better 
services and counter stigma and discrimination. They enact new forms of biosociality (Fjord and 
Manderson 2009) – coming together around their common interest in ASD.  These include 
manipulating existing systems, learning, challenging and disseminating knowledge, creating their 
own groups, establishing new forms of service delivery, and constructing new identities for their 
children and themselves. Parents work together to reframe definitions of the biological condition of 
ASD, framing it as a disease and disability rather than as a shameful genetic or mental disorder.  
Through their advocacy work and education efforts with health professionals, they seek to address 
power differentials and assert their children’s rights.  In response to this activity by parents, more 
services have been developed and professionals and researchers are also starting to pay more 
attention to ASD.  But such civil action as biological citizens is restricted by the political context of 
Vietnam, where spaces for civil society initiatives are still limited (Hoang 2013).  
Autism advocacy movements in the United States, Australia and Western Europe are involved not 
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only in lobbying for services but in constructing new positive identities and discourses on ASD. 
One of the strategies of such biosocial movements is to invert the discourse surrounding the 
condition. Presently, biomedical discourse toward ASD is still dominant and views ASD as a 
neurobiological disorder (disability) and individuals with ASD as impaired and needing to be fixed 
(Bagatell 2010). Since the 1990s, there has been a movement of people with ASD, especially those 
on the high functioning end of the spectrum, advocating that ASD is a neurological 
difference/diversity, not an illness (Bagatell 2010, Caruso 2010). This movement asks for the 
acceptance and admiration of ASD, and suggests it is unnecessary to cure or normalise people on 
the spectrum to fit with the world of ‘normal’ people (Brownlow and O'Dell 2009, Bagatell 2010). 
The movement is similar to the deaf-culture movement, which claims for rights of people who 
cannot hear to have their own language, identity and culture, and view deafness as difference rather 
than a disability (Tucker 1998). This study shows how in Vietnam the notion of neuro-
diversity/difference is hardly discussed. Parents of children and young people with ASD and 
professionals working in this field have been advocating for the recognition of ASD as a disability 
in public discourse and legal and service systems because children and young people with ASD 
receive extremely limited support from government. These efforts aim to reduce stigma toward the 
children and families and help them to access better services and supports. However, so far, parents 
and professionals often advocate for the needs and rights of individuals with ASD from their own 
perspectives. The voices of individuals with ASD in this country are rarely represented. It is 
important to support individuals with ASD to fulfil their capacity and have opportunities to speak 
for themselves and express their own identities, including being supported to participate in research 
by whatever means possible.  
One of the contributions of this thesis is to explore potential methods to facilitate participation by 
children with ASD in research. The first photovoice project conducted in partnership with young 
people with ASD in Vietnam in this study demonstrates that photovoice is a potential means to 
engage individuals with ASD to communicate about themselves. Though there are challenges in 
analysing and interpreting photos taken by individuals with ASD, this participatory action research 
method is an effective way for the researcher and research participants to collaborate towards better 
understanding of this health condition and for public education and advocacy. In this study, young 
people with ASD led the researcher to show their own interests and daily experiences. This resulted 
in rich information about their daily lives through their own views. The resultant photo exhibition 
disseminated the concept of the diversity of ASD and the diverse capacities and needs of children 
and young people with ASD to parents and a public audience. This case study proves that people 
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with disability are able and should have opportunities to participate in study on disability as actors. 
In addition to fostering learning, creating change, and empowering participants, participatory action 
research contributes to fulfil the motto ‘Nothing About Us Without Us’ advocated by organisations 
of people with disability for the full participation and equalisation of opportunities. 
I end my thesis with a quotation of a mother in this study. She reminds us of the simple aspirations 
all parents have for their children regardless of their disabilities –to be valued, loved and happy.  
I had lots of ambitions when I was expecting and giving birth to my child. I always thought 
that she would have become beautiful and talented. I expected all the best to come to my 
daughter. Now, when I know my daughter has autism, I understand more about the value of 
life. One does not need to be talented or successful to be happy. The happiness is created. 
Thus, I still wish my daughter to be happy though she is not perfect. Though she is not 
talented and does not meet our ambition, we always love her. She is always my happiness.  
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Appendix 1 
CONSENT FORM FOR YOUNG PEOPLE 
 
Title: The social construction of Autism Spectrum Disorder in Vietnam: understandings from lived 
experience of young people with Autism and their parents 
Lay title: What is daily life of young people with ASD? 
Student: Vu Song Ha 
Supervisors: Andrea Whittaker, Sylvia Rodger, Maxine Whittaker 
 
• I …………………………………........ 
                                       (Please write name here)
 
have read the Participant Information Sheet and understand what the study is about and how 
I will be involved.  
• I agree to participate in the activity taking photographs about my daily life. 
• I understand that Ha will NOT show anyone my photographs and tell anyone my story 
unless I say it is OK first. 
 
• I understand that I have volunteered to be involved and that I am allowed to stop being in 
the study at any time without giving a reason and without negative consequences. 
 
• I understand that I can ask more questions at any time. 
 
Signed:-------------------------     Date: --------------    
(Children) 
 
Signed: ------------------------      Date: --------------      
 (Parent)  
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Appendix 2 
 
 
 Ferston Road, Herston 
 Brisbane, QLD 4006 
T +61 7 3365 5345 
F + 61 7 3365 5442 
Enquiries@sph.uq.edu.au 
Website www.sph.uq.edu.au 
 
    
   
 
School of Population Health  
Public Health Building 
 
 
 
 
 
 
 
VISUAL INFORMATION SHEET FOR CHILDREN AND YOUNG PEOPLE 
 
 
This is Ha    
Ha is a university student   
Ha would like to teach me to use camera to take photograpths  
Is that okay with you?  
Each time Ha will work with you for about one hour   
 
Ha will bring her ‘stop’ card with her  you can use this to say ‘stop’ 
or have a break 
 
You can ask Ha questions any time       
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Appendix 3 
Online questionnaire for parents of children with ASD 
***Thank you for participating in this survey!*** 
This survey consists of 41 question items and is divided into five brief sections. 
Some questions will ask you to respond by checking a box (or more than one box) that applies to you. Some items will 
ask you to fill in the blank.  
Each section of this survey begins with specific instructions related to the section. Please read each instruction and each 
question item carefully before responding. Once you have read an item, often your first response is your most honest 
response. This survey should take approximately 15 to 25 minutes to complete. 
 
ID: 
Date: 
A. Demographic information of parents 
No Question Answer 
1  Gender of parent (check one) 
Male  ................................................................... 1 
Female  ............................................................... 2  
2  Age of parent (Indicate in the box)  
3  Your religion 
Buddhism/No religion  ....................................... 1 
Catholic  ............................................................. 2 
Others (specify) .................................................. 6 
4  Relationship status (check one) 
 
Single .................................................................. 1 
Married ............................................................... 2 
Separated or divorced ......................................... 3 
Others (specify) .................................................. 6 
5  Education status (check one) 
Secondary school and below  ............................  1 
High school  ......................................................  2 
College  .............................................................. 3 
University and Graduate  .................................... 4 
6  Employment status (check one)? 
Unemployed (retired, stay at home)  .................. 1 
Employed full time  ............................................ 2 
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Employed part time  ........................................... 3 
7  Place where you reside now (check one)? 
In urban districts ................................................. 1 
In rural districts .................................................. 2 
8  
Total family income in average a month (check one) 
 
Less than 3 million a month  .............................. 1 
3 – 5 million a month  ........................................ 2 
6 – 10 million a month  ...................................... 3 
11 – 15 million a month  .................................... 4 
16 – 20 million a month  .................................... 5 
21 – 25 million a month  .................................... 6 
More than 25 million a month  ........................... 7 
Prefer not to respond  ......................................... 8 
9  Number of  children you have 
 
 
10 
Number of children in your family diagnosed with 
ASD 
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B. Information on your child with ASD  
No Question Answer 
11. 
Date of birth  
 
 
 
            Month                   Day                          Year 
12. Age of the child? 
 
 
Yeas                    months 
13. Gender of the child 
Male ...................................................................... 1                                       
Female  ................................................................. 2  
14. 
Child’s age when concernfor the child was first 
suspected? 
  
 
Yeas                    months 
15. 
Child’s age when you first brought him/her to check 
up? 
 
 
Yeas                    months 
16. 
Child’s age when get the first diagnosis of Autism?  
 
              Yeas                    months 
17. 
Where did he/she get the first diagnosis of Autism? 
(check one) 
 
National Children Hospital  ................................ 1 
Pediatric department at government hospital  .... 2 
Private clinic  ...................................................... 3 
Intervention centers at university ....................... 4 
Private intervention centers ................................ 5 
Others (specify) .................................................. 6 
18. 
Please check your child’s given diagnosis (check one) 
 
Autism ..................................................................  1 
Signs of Autism ....................................................  2 
Following up autism .............................................  3 
Speach delay .........................................................  4 
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Developmental disorder .......................................  5 
Pervasive Developmental Disorder (PDD) ...........  6 
High Functioning Autism .....................................  7 
Asperger’s disorder .............................................. 8 
Intellectual disability ............................................ 9 
Others (specify) .................................................... 9 
19. 
After the first diagnosis, how many other 
centers/clinics your child visited for re-diagnosis or 
assessment?(Note: Choice including none) 
 
 
 
 
                         Centers/Clinic 
20. 
What is your child with ASD doing now? (check one) 
 
Staying at home .................................................. 1 
Studying ............................................................. 2 
21. 
What type of school does he/she go currently? (check 
one) 
 
Public nursery/kindergarten with regular education 
children ................................................................... 1 
Private nursery/kindergarten with regular education 
children ................................................................... 2 
Public institution/daycare center for children with 
special needs ........................................................... 3 
Private institution/daycare centerfor children with 
special needs ........................................................... 4 
Parent-run school/groups ........................................ 5 
General public school with regular education 
children ................................................................... 6 
Private school with regular education children ...... 7 
Public school with special classes for children with 
special needs ........................................................... 8 
Private school with special classes for children with 
special needs ........................................................... 9 
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C. Child schooling 
 
STT Question Code  
 
Has your child ever attended 
kindergarten? 
Yes .....................................................................................
No ......................................................................................
If 2 skip to 5 
23 
How old was he/she, when your child 
went to kindergarten? 
 
 
 
                YearsMonths                         
 
24 
How many kindergartens has your 
child attended? 
  
25 
What are the reasons that your child 
moved to another kindergarten? 
 (Multiple choices) 
 
Movelocation .......................................................
School requested you to move your child ............
You thought that school did not want your 
child  
there…………………………………………
………………………...3 
School did not have appropriate program for 
your child .............................................................
Cost ......................................................................
Other (specify) .....................................................
 
26 
Has your child ever attended primary 
school? 
Yes .....................................................................................
No  .....................................................................................
If 2 skip to part D 
27 
How old was he/she, when your child 
went to primary school? 
  
28 
How many schools did you visit to 
seek a place for your child (including 
schools that your children studied)? 
  
29 
How many school that your child 
studied at primary school level? 
  
30 
What are the reasons that your child 
moved school? 
Movelocation ................................................................
School requested you to move your child ......................
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 You thought that school did not want your 
child studied 
there…………………………………………
………………………............3 
School did not have appropriate program for 
your child ................................................................
Cost ................................................................................
Others (specify) .............................................................
31 
Does your child have a school aid 
company with her/him in school? 
 
Yes  ....................................................................................
No ......................................................................................
 
32 If yes to 31, who pays for this 
aid/assistance? 
Family  
School 
Others (specify) 
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D. Interventions and services for your child 
32 
Please indicate the type of intervention 
programs that your child has 
participates in 
Yes No Don’t know 
a)  Prescribed medicines (Dung thuoc tay 
theo ke don cua bac si) 1 2 8 
b)  Vitamins 1 2 8 
c)  Acupressure 1 2 8 
d)  Acupuncture 1 2 8 
e)  Applied behavior analysis (ABA) 1 2 8 
f)  Relationship Development Intervention (RDI)  1 
2 
8 
g)  Bio-Medical treatment  1 2 8 
h)  Milk free diet 1 2 8 
i)  Gluten free diet (kieng bot mi)  2 8 
j)  Occupation therapy 1 2 8 
k)  Physical therapy 1 2 8 
l)  Speech and language therapy 1 2 8 
m)  Sensory integration therapy 1 2 8 
n)  Social stories 1 2 8 
o)  Name change 1 2 8 
p)  Breathing dense oxygen 1 2 8 
q)  Universal energy (Nhan dien) 1 2 8 
r)  Worshiping (Cung le/ giai han) 1 2 8 
s)  
Others (please 
specify)......................................................
.......................................................... 
1 2 8 
       
33 
Could you please give an estimation of 
how much you paid on average for your 
childa month in the last 12 months, 
including costs for school and 
interventions? 
 
 
................................................................(money) 
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34. Now I would like to ask you about your opinion toward existing services. Please indicate your agreement with 
following statement.  
 
 
Strongly 
agree Agree Neutral Disagree 
Strongly 
disagree 
a.  Children with ASD are accurately diagnosed in 
Hanoi 5 4 3 2 1 
b.  I believe that my child was accurately diagnosed 5 4 3 2 1 
c.  I am satisfied with the early interventions my 
child has received 5 4 3 2 1 
d.  I am satisfied with the school that my child is 
currently  studying 5 4 3 2 1 
e.  Professionals working with children with ASD 
in Hanoi have  adequate knowledge 5 4 3 2 1 
f.  Media give the negative images of children with 
ASD? 5 4 3 2 1 
g.  Media give the negative images of parents of 
children with ASD? 
 
5 4 3 2 1 
 
35  
Do you believe that your child is doing well in 
school? 
 
Yes ............................................................................. 1 
No .............................................................................. 2 
Not Applicable........................................................... 2 
 
36  
Do you believe that your child has been bullied 
at school 
Yes ........................................... 1 (go to next question) 
No ............................................... 2 (go to question 38) 
Not Applicable............................. 3(go to question 38) 
 
37  
In what ways has your child been bullied 
 
Being called bad names ............................................. 1 
Being teased, picked on, or made fun of ................... 2 
Being pushed or shoved ............................................. 3 
Being hit, slapped or kicked ...................................... 4 
Being ignored or left out of things on purpose .......... 5 
Having others steal their things ................................. 6 
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Having rumors or lies spread about them .................. 7 
None of the above ...................................................... 8 
Other – please specify ............................................... 9 
 
E. Parent’s experiences 
 
38 Please indicate the sources that you rely on 
for information about autism (check all 
that apply) 
Websites of parents (e.g Tretuky.com; 
Concuame.com; Vuicungcon.com; Webtretho.com) .. 1 
Materials from National children hospitals, and 
centers  ........................................................................ 2 
Professionals ............................................................... 3 
Websitesof centers (e.g Sao Mai, Tuna clinics) .......... 4 
Media: Television, Radio, internet (bao mang dien tu)5 
Popular books ............................................................. 6 
Others (specify) ........................................................... 9 
 
 
39. Have you ever experienced the followings: 
 
 Yes No 
a)  Strangers commented negatively about my  child 1 2 
b)  Strangers talked negatively  about you since you 
have a child with ASD 1 2 
c)  People you know commented negatively about 
you and your family 1 2 
d)  Family members looked down you since you 
have a child with ASD 1 2 
e)  People treated your child unfair 1 2 
f)  You were worried about telling other 
peopleabout your child 1 2 
g)  You and your child were prevented to attend 
clan activities 1 2 
 
40. Now I would like to ask you about your opinion toward your feeling as a parent of a child with ASD. Please 
indicate your agreement with following statement.  
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Strongly 
agree Agree Neutral Disagree 
Strongly 
disagree 
a.  I can now face most anything with courage and 
strength 5 4 3 2 1 
b.  I feel inferior to other people since you have a 
child with ASD 5 4 3 2 1 
c.  The relationships between my family members 
became stronger 5 4 3 2 1 
d.  I feel lonely since I receive little support from 
others 5 4 3 2 1 
e.  My child help me think more positively 5 4 3 2 1 
 
41 Please share your hope ………………………………………………………
………………………………………………………
………………………………………………………
……… 
 
 
Thank you very much for your contribution 
 
